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ABSTRACT 
 
A diagnosis of type 1 diabetes mellitus (T1DM) in childhood can have wide reaching 
implications for the child and their wider family system. The child and family’s physical 
and emotional wellbeing can be significantly impacted by the psychological adjustment 
and coping of the parents. Experienced peer mentoring is an intervention aimed at 
promoting wellbeing and adjustment amongst parents of children with chronic 
conditions. The intervention involves an experienced parent of a child with T1DM (Link 
Parent) offering informational, affirmational and emotional support to a parent of a 
newly diagnosed child (Recipient Parent). The aim of this study was to explore the 
experiences of such support from both Link and Recipient Parents’ points of view. 
 
Five Recipient Parents and seven Link Parents were recruited from a wider sample of 
parents who participated in the mentoring programme. They took part in a semi-
structured interview about their experiences of providing or receiving peer mentoring. 
An Interpretative Phenomenological Analysis produced four super-ordinate themes for 
the Recipient Parents: Build up to and Initial Impact of Diagnosis; Content of support; 
Process of support; Impact of support. Four super-ordinate themes were also produced 
for the Link Parents: Attitudes towards the project; Support provided; Relationship with 
Recipient Parent; Understanding the impact of support. 
 
The results provided insight into the positive impact that offering and receiving such 
support can have on parents of children with T1DM. The results also highlighted the 
idiosyncratic nature of such experiences. The implications for future clinical application 
of the intervention were discussed as well as directions for further research.   
  
 
 
 
 
 
 
 
Chapter 1 - Introduction 
iii 
 
CONTENTS 
 
Chapter 1 – Introduction               
1. Chapter 1 Overview          1 
1.1 Childhood Chronic Conditions         1 
       1.1.1 Defining Childhood Chronic Conditions       1 
       1.1.2 Prevalence of Childhood Chronic Conditions      2 
1.2 Understanding the Impact of Childhood Chronic Conditions on the Family Systems 2 
       1.2.1 The Family System and Chronic Illness       3 
       1.2.2 Adjustment           6 
       1.2.3 Family Functioning         7 
1.3 Impact of Living with Childhood Chronic Conditions on the Child    7 
       1.3.1 Education           8 
       1.3.2 Social           8 
       1.3.3 Psychological          9 
       1.3.4 Quality of Life          10 
1.4 Impact of Childhood Chronic Conditions on the Parent     11 
       1.4.1 Parental and Child Mental Health        12 
1.5 Childhood Chronic Conditions Conclusion       13 
1.6 Diabetes Mellitus Type 1 (T1DM)        14 
1.7 T1DM in Childhood           15 
       1.7.1 Impact of T1DM on the Child        15 
       1.7.2 Impact of T1DM on the Parent         16 
       1.7.3 Impact of the Parent in Childhood T1DM      19 
       1.7.4 Psychosocial Interventions for Children with T1DM and their Families  22 
1.8 Type 1 Diabetes Mellitus Conclusion        24 
1.9 Systematic Review: Interventions to Improve Psychological Adjustment and  24 
       Wellbeing in Parents of Children with T1DM 
       1.9.1 Rationale for Review          24 
       1.9.2 Review Method          25 
       1.9.3 Search Strategy            25 
       1.9.4 Search Terms          25 
       1.9.5 Inclusion Criteria           26 
Chapter 1 - Introduction 
iv 
 
       1.9.6 Exclusion Criteria           26 
       1.9.7 Search Process          26 
       1.9.8 Quality Appraisal           31 
1.10 Review Results           34 
1.11 Quantitative Synthesis and Critical Review       34 
       1.11.1 Design/Methodology         34 
       1.11.2 Participants     35 
       1.11.3 Intervention Content         36 
       1.11.4 Outcome Measures         38 
       1.11.5 Intervention Outcomes          39 
1.12 Qualitative Synthesis and Critical Review       41 
       1.12.1 Qualitative Themes         41 
       1.12.2 Critical Review          42 
1.13 Systematic Review Conclusion         43 
1.14 Peer Support Interventions         44 
1.14.1 Defining Peer Support         45 
1.14.2 Peer Support: Empirical Evidence       46 
1.14. 3 Peer Support: Theoretical Underpinning       50 
1.15 Study Aims           53 
 
Chapter 2 - Methodology 
2. Chapter 2 Overview          54 
2.1 Aims & Research Questions         54 
2.2 Overview of Qualitative Methodology        55 
       2.2.1 Justification of Specific Qualitative Methodology     56 
2.3 Interpretative Phenomenological Analysis (IPA)      57 
       2.3.1 Phenomenology           57 
       2.3.2 Hermeneutics          58 
       2.3.3 Idiography            59 
2.4 Ensuring Quality in an IPA Study        60 
       2.4.1. Owning One’s Perspective        60 
       2.4.2 Situating the Sample         63 
       2.4.3 Grounding in Examples          63 
Chapter 1 - Introduction 
v 
 
       2.4.4 Providing Credibility Checks          64 
       2.4.5 Coherence            64 
       2.4.6 Accomplishing General vs. Specific Research Tasks     64 
       2.4.7 Resonating with Readers         64 
2.5 Participants            65 
       2.5.1 Inclusion Criteria           65 
       2.5.2 Exclusion Criteria            65 
       2.5.3 Recipient Parent Sampling         66 
       2.5.4 Link Parent Sampling         66 
       2.5.5 Parent Recruitment                      67 
       2.5.6 Demographic Information         67 
2.6 Written Materials          68 
       2.6.1 Information Sheet            68 
       2.6.2 Consent Form          68 
       2.6.3 Semi-structured Interview        69 
2.7 Ethical Considerations          70 
2.8 Procedure           70 
       2.8.1 Recruitment          70 
       2.8.2 Interview            71 
       2.8.3 IPA Analysis          71 
 
Chapter 3 - Results 
3. Chapter Overview            75 
3.1 Recipient Parents          75 
3.2 Super-ordinate Theme 1: Build up to and Initial Impact of Diagnosis   76 
       3.2.1 Subordinate Theme 1: Questioning ability to protect your child   77 
       3.2.2 Subordinate Theme 2: Irreversible systemic change     79 
       3.2.3 Subordinate Theme 3: Coping with the emotional impact of diagnosis   81 
       3.2.4 Subordinate Theme 4: Isolation following diagnosis     83 
3.3 Super-ordinate Theme 2: Content of Support       84 
       3.3.1 Subordinate Theme 1: Shared experience      85 
       3.3.2 Subordinate Theme 2: Practical versus emotional support    86 
       3.3.3 Content of Support Subordinate Theme 3: Unwanted support    87 
Chapter 1 - Introduction 
vi 
 
3.4 Super-ordinate Theme 3: Process of Support       89 
       3.4.1. Subordinate Theme 1: Characteristics of Link Parent     90 
       3.4.2. Subordinate Theme 2: Navigating the relationship     91 
       3.4.3 Subordinate Theme 3: Expectations of support      93 
3.5 Super-ordinate Theme 4: Impact of Support       94 
       3.5.1. Subordinate Theme 1: Finding the new normal      95 
       3.5.2. Subordinate Theme 2: Degrees of scepticism around guidance of Link Parents 96 
       3.5.3. Subordinate Theme 3: Limiters to impact and uptake     97 
3.6 Link Parents           99 
3.7 Super-ordinate Theme 1: Attitude towards the Project                 100 
       3.7.1 Subordinate Theme 1: Relationships with other Link Parents                100 
       3.7.2 Subordinate Theme 2: Containment and preparation by project leads               102 
       3.7.3 Subordinate Theme 3: Motivation to support others                  104 
3.8 Super-ordinate Theme 2: Support Provided                   106 
       3.8.1. Subordinate Theme 1: Grounded in own experience                 106 
       3.8.2 Subordinate Theme 2: Mapping training onto reality                108 
       3.8.3. Subordinate Theme 3:  Managing emotional experiences               110 
       3.8.4. Subordinate Theme 4: Illuminating an uncertain future               111 
3.9 Super-ordinate Theme 3: Relationship with Recipient Parent               112 
       3.9.1. Subordinate Theme 1: Personal connection                  112 
       3.9.2. Subordinate Theme 2: Boundaries around self and relationship              114 
       3.9.3. Subordinate Theme 3: Dealing with ending of the relationship               115 
3.10 Super-ordinate Theme 4: Understanding the Impact of Support               117 
       3.10.1. Subordinate Theme 1: Difficulty assessing impact made               117 
       3.10.2. Subordinate Theme 2: Perceived value of lived experience               118 
       3.10.3. Subordinate Theme 3: Emotional impact on Link Parent               119 
 
Chapter 4 - Discussion 
4. Chapter Overview                      121 
4.1 Research Findings in Relation to Existing Literature                 121 
       4.1.1 Recipient Parents Super-ordinate Theme 1: Build up to and Initial Impact  
   of Diagnosis                       121 
       4.1.2 Recipient Parents Super-ordinate Theme 2: Content of Support              124 
Chapter 1 - Introduction 
vii 
 
       4.1.3 Recipient Parents Super-ordinate Theme 3: Process of Support              126 
       4.1.4 Recipient Parents Super-ordinate Theme 4: Impact of Support              128          
       4.1.5 Link Parents Super-ordinate Theme 1:  Attitudes towards the Project             130 
       4.1.6 Link Parents Super-ordinate Theme 2: Support Provided                132 
       4.1.7 Link Parents Super-ordinate Theme 3: Relationship with Recipient Parent             134 
       4.1.8 Link Parents Super-ordinate Theme 4: Understanding the Impact of Support           136 
4.2 Clinical and Service Implications                   138 
       4.2.1 Unique Contribution of Peer Support                  138 
       4.2.2 Protecting the Link Parents                   139 
       4.2.3 Adjusting Training of Link Parents                  141 
       4.2.4 Suitability Assessment of Link Parents                  142 
       4.2.5 Matching Recipient and Link Parents                   143 
4.3 Strengths and Limitations of the Study                   144 
       4.3.1 Strengths of the Study                    144 
       4.3.2 Limitations of the Study                    144 
4.4 Future Directions                     146 
       4.4.1 Further Investigation of the Intervention                 146 
       4.4.2 Further Development Link Parent Training                 147 
       4.4.3 Synthesis of Link and Recipient Parent Accounts                148 
4.5 Conclusion                       148 
 
References                        150 
 
Appendices 
Appendix I- Further Information about Diabetes Mellitus Type 1 (T1DM)              170 
Appendix II- Systematic Review Search Terms                  171 
Appendix III- Details of Excluded Papers from Systematic Review               172 
Appendix IV- SURE Quantitative Review Scoring Criteria Table – Detailed View.             173 
Appendix V- Summary of Participant Flow through Systematic Review Papers             186 
Appendix VI- SURE Qualitative Review Scoring Criteria Table – Detailed View.             187 
Appendix VII- Information regarding Training Process                 189 
Appendix VIII- Extract of Reflective Diary                   190 
Appendix IX- Example of Coded Text                   193 
Chapter 1 - Introduction 
viii 
 
Appendix X- Information Sheet                    196 
Appendix XI- Desired Qualities of Potential Link Parents                 202 
Appendix XII- End of Intervention Letter                   203 
Appendix XIII- Consent Form                    204 
Appendix XIV- Semi-structured Interview Schedule                 206 
Appendix XV- Evidence of Ethical Approval                  209 
 
Tables 
Table 1.  Summary of Systematic Review Papers       28 
Table 2. SURE Quality Framework Assessment of Quantitative Papers    32 
Table 3. SURE Quality Framework for Qualitative Research     42 
Table 4. Summary of Recipient Parents        76 
Table 5. Summary of Link Parents                      100 
 
Figures  
Figure 1. Family Systems-Illness Model (Rolland, 1999, p. 243)     3 
Figure 2. Time Line and Phases of Illness Diagram (Rolland, 1994, p. 154)   4 
Figure 3. Family Life Cycle and Chronic Illness (Carter & McGoldrick, 2005)   5 
Figure 4. Conceptual Model of Childhood Adaptation to T1DM (Whittmore, et al.,  20
     2010, p. 244)  
Figure 5. Systematic Review Search Process       27 
Figure 6. Social Relationships Classification (Dennis, 2003, p. 322)    45 
Figure 7. Recipient Parent Super-ordinate and Subordinate themes    75 
Figure 8. Link Parent Super-ordinate and Subordinate themes     99 
 
 
 
 
 
 
 
 
 
Chapter 1 - Introduction 
1 
 
Chapter 1 
Introduction 
 
1. Chapter 1 Overview 
 
This chapter aims to provide a context for the research described in chapters 2-4. The 
chapter is separated into three sections: Firstly, an overview of chronic childhood 
conditions which will focus on implications for the family system as a whole as well as 
on the individual child and their parents. Secondly, a description of type 1 diabetes 
mellitus (T1DM) as an example of a childhood chronic condition will be provided along 
with a discussion of the impact on the child and their family. Particular focus will be 
placed on the impact of the parent on the child in the context of T1DM. Finally, a 
systematic review of psychological interventions promoting psychological wellbeing 
and/or adjustment for parents of children with T1DM will be presented. 
 
1.1 Childhood Chronic Conditions 
 
1.1.1 Defining Childhood Chronic Conditions 
Defining childhood chronic conditions (CCC) is a challenging task as the criteria varies 
across studies (Champaloux & Young, 2015). The broad range of definitions has 
resulted in prevalence ratings ranging from 0.22% to 44% (Van der Lee, 2007). 
Nevertheless, four slightly different definitions have been cited as being the most widely 
used (Van der Lee, 2007). They share the following criteria: 
1. Duration- a condition which lasts (or has the potential to last) over 3 months  
2. Impact- potentially negative impact or limitation on development, social and 
educational activities 
3. Assistance- requires medical input for management of symptoms/side effects 
For children this most commonly includes, but is not limited to, conditions such as 
asthma, arthritis, diabetes, cystic fibrosis and cancer (Newacheck & Haldfen, 1998).  
 
For the purposes of this paper ‘chronic conditions’ will be used as a general term to 
refer to chronic illnesses, diseases and physical health conditions which meet the 
criteria above. Mental health disorders or learning disabilities are often included under 
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the umbrella of chronic conditions (Van Cleave et al., 2010). Whilst such conditions 
clearly impact on the lives of children, for the purposes of this paper the literature 
reviewed will only refer to chronic physical health conditions. Furthermore, use of the 
word ‘child’ or ‘children’ refers to any person under 18 years old, unless otherwise 
specified.   
 
 1.1.2 Prevalence of Childhood Chronic Conditions  
Issues such as reliance on parental third party reporting and differing definitions has 
caused difficulties with estimating the prevalence of CCC (White, 2009). However, the 
Office of National Statistics (ONS, 2013) published rates of CCC amongst British children 
under the age of 16 between 1998 and 2011. The rates for children under four years old 
has ranged from 2% to 4% during this time and in 2011, the rate for girls and boys 
under four years old was 4% and 3% respectively. The 2011 rates for girls and boys 
between four and sixteen years old were 5% and 9% respectively. Such statistics 
illustrate that CCC are by no means rare and indicate that over 630,000 British children 
under 16 years old are currently living with a CCC (ONS, 2014).  
 
1.2 Understanding the Impact of Childhood Chronic Conditions on the Family 
System 
 
Children with chronic conditions (CWCC) are most often living within an immediate and 
extended family system. Systems theory, when applied to a family illustrates the 
interconnection between the family members and therefore the perturbation caused by 
difficulty experienced by one member (Hoffman, 1981). According to Kazak (1989, p. 
26) the four most important elements of systems theory in relation to family distress 
are: 
“(a) that systems are composed of interrelated parts,  
  (b) that change in one part is associated with change in all others 
  (c) that systems maintain a regular state of balance (homeostasis) 
  (d) that systems maintain a balance of periods of change and stability” 
A chronic condition can be understood as a change in the system to which the parts 
have to respond. One of the models which has made a significant contribution to the 
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thinking about the experience of families living with CCC is John Rolland’s Family 
Systems Illness model: 
 
 1.2.1 The Family System and Chronic Illness 
 Rolland (1994)’s Family Systems-Illness Model describes the psychosocial demands for 
families of living with CCC. It integrates three core influences on and of a family system 
in relation to a CCC: illness type, family life cycle and beliefs about the illness (Figure 1). 
 
 
Figure 1. Family Systems-Illness Model (Rolland, 1999, p. 243). 
  
  1.2.1.1 Illness Type  
Under the umbrella of CCC, there is significant variability which has implications for 
adjustment of families. Rolland (1988)’s typological model described four dimensions of  
the illness which can impact on adjustment: 
1. Onset (gradual versus sudden) 
2. Course (progressive versus constant versus relapsing/episodic) 
3. Outcome (recovery versus terminal) 
4. Degree of incapacitation  
 
The model also describes time phases of the illness that the family moves through which 
affect the impact of illness of a family system (Rolland 1994). Movement through the 
three time phases, (crisis, chronic and terminal) as illustrated in Figure 2 presents new 
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challenges to a family as they also interact with changes in onset, course, outcome and 
incapacity. 
 
Figure 2. Time line and phases of illness diagram (Rolland, 1994, p. 154) 
 
  1.2.1.2 The Family Life Cycle 
Carter and McGoldrick (2005) described the family as a multi-layered system moving 
through time which is subject to impact by factors outside and within the system. The 
presence of a CCC acts as a stressor whose impact cuts across not only the immediate 
family system but the broader societal system. Figure 3 represents the individual in the 
context of the levels of system around them. Carter and McGoldrick (2005) describe 
horizontal and vertical stressors which impact on the system. Vertical stressors refer to 
the community, family or individual factors ‘which brings past and present issues to 
bear reciprocally on all other levels’ (p. 5). On the other hand horizontal stressors, of 
which CCC is one, are ‘developmental and unfolding’ and therefore cut across all layers 
of the system to varying degrees over time. 
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Figure 3. Family life cycle and chronic illness (Carter & McGoldrick, 2005) 
 
The concept of centrifugal versus centripetal phases have also been applied to examine 
the nature of the interaction between the child, their family system and the CCC 
(Beavers, 1982). Centrifugal phases refer to periods where there is distancing within a 
family, compared to centripetal phases where the family system moves closer together. 
As a child moves through its own individual life cycle, the centrifugal and centripetal 
phases will fluctuate. Beavers and Voeller (1983) propose that CCC would tend to 
impose a centripetal force on a family system as members are united to focus on the 
new task of caring for their child and socialise to the demands of the CCC. However, the 
tendency for centrifugal versus centripetal pull to be enacted on the family by the CCC 
will depend on the phase the family were in previously. For example, if a child is in 
adolescence and therefore occupying a centrifugal phase in relation to the family system 
as they develop their own independence, the diagnosis of a CCC could reinforce the 
centrifugal phase, particularly if the CCC management involves restrictions to the 
adolescent’s life. Alternatively, the CCC may act to pull the family into a centripetal 
phase which is at odds to the adolescent’s developmental stage (Newby, 1996).   
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1.2.1.3 Family Beliefs  
Rolland noted that a family’s beliefs in relation to the illness are important factors in 
terms of adjustment and coping (Rolland, 2012). Beliefs about the origins of illness for 
example, if a family holds a belief that the origins are genetic, could be result in the 
parent(s) blaming themselves for passing on a condition and therefore experience guilt. 
Alternatively they may view a genetic origin as beyond their control and therefore feel 
more accepting. Rolland also described beliefs about the management of the condition, 
for example the perceived locus of control around management of the condition could 
influence how families cope. Finally, Rolland described the importance of beliefs about 
the implications of the disease such as ideas about mortality, identity of the family and 
child or quality of life. The combination of these beliefs and how they evolve over time 
impact of the family’s adjustment and coping with CCC. 
 
The model illustrates the multi-faceted influences on how a family adjusts and functions 
in response to such stress within their system and therefore its impact on the wellbeing 
of the unwell child. The evidence of impact of living with CCC on the family as proposed 
by the model is explored below in terms of adjustment and family functioning: 
 
 1.2.2 Adjustment 
One or both parents in a family most often hold a position of leadership and 
responsibility. Understandably, research into the adjustment of families to CCC often 
centres round the adjustment of the parental figures and how this filters down to the 
CWCC or siblings. However, measurement of adjustment is inconsistent across studies, 
with authors using different markers to denote adjustment, for example some use 
depression and anxiety scales whereas others use specifically designed measures of 
adjustment.  
 
There are a number of factors influencing the adjustment of a family to a CCC diagnosis. 
Family hardiness and sense of coherence around the condition have been identified as a 
positive predictor of adjustment (Svavarsdottir et al., 2005). Conversely, low socio-
economic status and insecure attachment between child and parent prior to diagnosis 
have been associated with adjustment difficulties (April et al., 2012; Berant et al., 2001; 
Maunder & Hunter, 2001; Mrazek et al., 1987). 
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 1.2.3 Family Functioning   
As described in Rolland (1994)’s and Kazak (1989)’s models, the experience of a CCC 
could alter how the family system functions. However, the horizontal stressor described 
by Carter and McGoldrick (2005) may not always result in a negative impact of 
functioning. Wray & Maynard (2005) found that following a child’s diagnosis of CCC, 
49% of families reported no change in family relationships, 43% reported it bringing 
them closer and only 16% reported it causing separation in the family. There is some 
evidence of the varying influence of specific stake holders within the system. Higher 
maternal difficulties in adjustment regarding the diagnosis have been significantly 
negatively correlated with children’s perception of family cohesion and expressiveness. 
Maternal difficulties were also positively correlated with perceived family conflict. If 
both parents were reporting high adjustment difficulties there was also significantly 
higher perceived family conflict (Popp et al, 2014).  
 
The management of a condition following diagnosis can also impact overall functioning 
of a family. Knafl et al. (2013) studied the relationship between family management 
style in response to the diagnosis and family functioning. Better family and child 
functioning was associated with a family focused pattern of coping (‘conveyed a picture 
of families who were managing child's chronic condition effectively, whilst not having to 
focus family life on condition management’; p. 529).  
 
The models and research described illustrate the implications for the family system as a 
whole of a CCC. The impact on the individual child and parents will now be discussed.  
 
1.3  Impact of Living with Childhood Chronic Conditions on the Child  
 
‘It's just like living life but there is just an extra modifier thrown in and I just have to deal 
with that. It's just like getting glasses or something, it's more severe of course.’ (16 year 
old boy with CCC; Woodgate, 1998, p. 215). 
 
Living with a chronic condition can have wide reaching effects for a child. Four key 
areas of impact emerge from the literature: education, social, psychological and quality 
of life.  
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1.3.1 Education 
The education system sits within the ‘community’ system surrounding the child within 
Carter and McGoldrick (2005)’s systems model. The constant pressures from 
educational system, means that any factors leading to physical or psychological absence 
from learning, can lead to a child falling behind their peers in educational terms. Thies 
(1999) described three aspects of chronic conditions that could account for such an 
impact on schooling: 
 
1. The ‘disease process’, i.e. The biological aspects of the disease or condition which will 
impact on a child’s ability to learn.  
2. Medication and treatments can cause short term or long lasting effects for children.  
3. Absenteeism from school because of fluctuations in the illness or hospital 
appointments means that a child’s access to learning can be inconsistent. 
 
Evidence from large scale national surveys has shown consistently that CWCC have 
poorer outcomes in school. American and Irish national survey data of over 15,000 
children, revealed that those with CCC achieved significantly lower educational 
attainment, compared to their healthy counterparts (Champaloux & Young, 2015; Layte 
& McCrory, 2013). There is also evidence that CWCC are significantly less likely to 
graduate from high school compared to healthy children (Daley et al., 20080; Maslow et 
al., 2011). However, the impact of CCC on schooling is not as linear as described by 
Thies (1999). Mediating factors such as psychological wellbeing, economic status and 
behavioural difficulties have been identified as influencing the degree of impact of CCC, 
illustrating the influence of both individual and broader systemic factors on the degree 
of impact CCC have (Champaloux & Young, 2015; Layte & McCrory, 2013). Furthermore, 
children’s knowledge of any life limiting aspects of their condition can lead them to feel 
unmotivated, angry and/or upset about being required to learn (MacAllister et al., 2007; 
Pinquart & Shen, 2011). 
 
1.3.2 Social 
Social development sits closely alongside a child’s education as they move through their 
individual life cycle to learn the social skills they will need in later life. A child would 
normally move through centrifugal phases as they develop independence and social 
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skills outside their family (Newby, 1996). It therefore follows that disruption to normal 
activities of childhood would affect such phases and therefore lead to social 
development difficulties (Tansella, 1995). In some studies CWCC have been found to 
have lower social competence and delayed psychosocial development compared to their 
healthy peers (Mackner & Crandall, 2006; Stam et al., 2006).  CWCC have reported 
having fewer friends compared healthy children, but there was no difference in 
opportunities to see friends (Mackner & Crandall, 2006). The latter finding is supported 
by a survey of 1616 CWCC in which less than eight percent perceived an impact on their 
ability to socialise Denny et al. (2014). Furthermore, there is evidence for children with 
juvenile arthritis, that even where lack of independence exists there was no difference 
in perceived social competence compared to healthy counterparts (Huygen et al., 2000).  
In this domain, there are differences in terminology and inconsistencies in use of 
concepts such that “social development” “social competence” and “social activity” are 
not clearly delineated at times so comparisons and conclusions are difficult. 
Nevertheless, such variations may reflect the influence of family adjustment and belief 
systems around CCC in terms of interpretations families make about the implications 
they have for a child’s access to ‘normal’ activities. 
 
In terms of social risk behaviours such as, smoking and drinking there are mixed 
reports regarding their prevalence (Nylander et al., 2014; Stam et al., 2006). Authors 
have suggested that higher rates could be accounted for by a desire to ‘live life to the 
fullest’. On the other hand lower rates could be accounted for by a desire to be cautious 
due to concerns about health implications.   
 
1.3.3 Psychological 
Children’s developing skills in emotional coping and regulation may lead them to be 
more vulnerable to emotional difficulties in response to the psychosocial stressors of 
chronic conditions (Packham, 2004). It is consistent with findings that CWCC report 
higher rates of clinically significant symptoms of depression and anxiety (Mackner & 
Crandall, 2006; Surís et al., 1996). There has been an association identified between the 
levels of restriction on activity or socialising and levels of low mood. It is therefore 
possible that restriction of activity mediates the relationship between symptoms of 
chronic illness and symptoms of depression (Denny et al., 2014; Walter & Williams, 
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1999). The association between anxiety and CCC appears to operate in a two way 
process in some conditions: Anxiety symptoms have been found to play a role in 
exacerbating the symptoms of some chronic conditions especially those vulnerable to 
immunosuppression (Richardson et al., 2006; Goodwin et al., 2005). For children with 
asthma, the management of anxiety symptoms has been shown to result in a reduction 
in their physical symptoms (Katon et al, 2007; McCauly et al., 2007). 
 
Further to difficulties with mood, invasive procedures and treatments required in the 
management of some CCC has been linked with symptoms of trauma (Trickey et al., 
2012). Ingerski et al. (2010)’s study of 64 children and their parents reported a 
significant positive correlation between the number of traumatic medical procedures 
and symptoms of trauma. Compared to other types of trauma such as physical abuse, 
medical trauma has been found to result in more signs of PTSD (35% vs. 7%; Pelcovitz 
et al, 1998). However, the findings are based on a small sample size (n=73) and no 
attempts to replicate the results have been published since.  
 
Tying together the psychological and social impact of CCC, it follows that there can be an 
impact on a child’s sense of self. Pinquart et al (2013a)’s meta-analysis of 621 studies of 
self esteem and CCC revealed CWCC have significantly lower self esteem.  Adolescents 
are particularly vulnerable as are girls, children from developing countries and those 
with chronic conditions resulting in visible differences. In a meta-analysis of studies 
into body image and chronic illness (Pinquart 2013b) CWCC which resulted in visible 
differences were at the greatest risk of developing a negative body image, particularly if 
they were female or from ethnic minorities. Such results support the importance of the 
societal level within a child’s wider system on how they cope or adjust to a CCC. 
 
1.3.4 Quality of Life 
Finally, combining the elements of education, social and psychological difficulties that 
CWCC encounter, research has been conducted into overall quality of life. The most 
widely used measures of health related quality of life in children is the Pediatric Quality 
of Life Inventory (PedsQL; Varni et al., 2003). It assesses four areas of functioning: 
physical, emotional, social and schooling. Varni et al. (2005) measured the quality of life 
of 2888 children across 33 disease categories (including psychiatric disorders) 
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compared to 9566 healthy children. Children across all disease categories reported 
significantly worse quality of life compared to healthy children. Children with cerebral 
palsy reported the most impaired quality of life and children with diabetes the least. 
The idiosyncrasies of each CCC’s impact on quality of life has resulted in the 
development of condition specific modules to be used in conjunction with the general 
scale (Varni et al., 2007). 
 
1.4 Impact of Childhood Chronic Conditions on the Parent 
  
Consistent with Carter and McGoldrick (2005)’s model, CCC impact the parents as they 
are part of the system around the child. The issues confronting parents of CWCC mirror 
many of the psychological difficulties that affect their children. The challenges of raising 
a child with additional needs makes it unsurprising that some parents struggle 
emotionally. In a narrative review of papers exploring psychosocial consequences for 
parents of living with CWCC, significantly higher emotional difficulties were reported 
compared to parents of healthy children (Barlow and Ellard 2006). However, the review 
also points to the limitations of the evidence as it is often based on small sample sizes 
with few papers making comparisons across disease categories. More recently, in a 
paper comparing the psychological wellbeing of 650 parents of CWCC and 216 parents 
from the general population, the rates of anxiety and depression were significantly 
higher amongst parents of CWCC (Besier et al., 2011). 
 
A key factor in long term psychological distress amongst parents may be how the parent 
processes their psychological response to the diagnosis (Pianta & Marvin, 1993). The 
authors proposed that the difficulty in resolving feelings about the loss inherent to a 
diagnosis can result in parents struggling to cope with the day to day changes required. 
Their findings have been supported by subsequent research into the adjustment 
process following diagnosis (Trollvik & Severinsson, 2004; Yeh, 2003). 
 
Adjustment to and coping with a CWCC can be affected by the course of the condition, as 
described in Rolland (1988)’s typological model. For parents whose children’s 
conditions fluctuate such as cancer, levels of depression and anxiety reduced over time, 
however, levels of uncertainty and worry about their child’s future and loneliness 
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persisted (Boman et al., 2003; Grootenhuis & Last, 1997). There has been growing 
recognition of this pattern of fluctuation and persistence in emotional distress amongst 
parents (Lowes & Lynne, 2000). Previously it was believed that at diagnosis parents 
would initially experience an intense emotional response but would adjust back to a 
normal psychological state after a period of time. The presence of chronic negative 
emotions was first noted amongst parents of children with learning disabilities and was 
termed “chronic sorrow” (Olshansky, 1962). Olshansky observed that parents of 
children with learning disabilities grieved for the loss of a normal child. However, unlike 
other grief reactions which eased over time, chronic sorrow was maintained as the 
child’s dependency served as a daily reminder of the loss (Gordon, 2008). The idea of 
chronic sorrow has since been applied to chronic health conditions with evidence of its 
occurrence across a number of conditions such as juvenile arthritis, epilepsy, cerebral 
palsy and T1DM (Hobdell et al., 2007; Lowes & Lynne, 2000; Whittingham et al., 2013; 
Wiedebusch et al., 2007). 
  
Beyond the level of adjustment, long term psychological effects for parents can include 
trauma, in a similar way to their children. Cabizuca et al. (2009) conducted a meta-
analysis of 16 studies into the prevalence of post traumatic symptoms. The results 
showed a 22.8% prevalence rate of post-traumatic stress disorder (PTSD) amongst 
parents of CWCC with mothers at greater risk compared to fathers. There was a large 
spread between the papers in the time between the traumatic event and assessment for 
PTSD, ranging from 5.1 weeks to 6 years and 8 months. However, the time between the 
event and assessment did not account for a significant amount of variance in PTSD 
symptoms (p> .20). 
 
1.4.1 Parental and Child Mental Health 
Parental adjustment and coping with a CWCC can also impact on the child’s emotional 
wellbeing and ability to cope with their condition, consistent with McGoldrick and 
Carter (2005)’s model which described the interconnectivity between elements of the 
system. Thompson and Gustafson (1996)’s ‘Stress and Coping Model’ proposed a more 
causal link that a child’s coping and adjustment was reliant on their mother’s 
psychological wellbeing. This specific interconnection has been supported in recent 
research which illustrates how a child’s reaction will mirror their parents’, particularly 
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their mothers. Parental distress was significantly associated with behavioural problems 
and negative affect (Anthony et al., 2011; Fedele et al., 2011; Frank et al., 1998). 
Participants within these studies were all between the ages of 8-16, therefore the 
interconnectivity between child and parent cannot be wholly explained by a 
developmental dependence on the parent. The results may however represent a 
tendency towards entering a centripetal phase in response to CCC diagnosis as the child 
mirrors their parents’ response (Beavers and Voeller, 1983).  
 
In addition to the emotional difficulties that parental adjustment and coping can have, 
there is also evidence of the impact it can have on the physical condition of the child, 
particularly functional disability and hospital admission rates (Bartlett et al., 2001; 
Logan & Scharff, 2005; Palermo et al., 2007; Wainwright et al., 2007). However, initial 
difficulties may not always been predictive of longer term problem. Barnett et al. (2006) 
found that in the initial phase of adjustment maternal perception of disease and state of 
mind has a significant negative impact on their attachment with their child. However, 
after a one year follow up there was a significant increase in secure attachment, 
illustrating that some initial challenges can be overcome and that difficulties at the early 
stages may not always be predictive of longer term problems. 
 
1.5  Childhood Chronic Conditions Conclusion 
 
The research detailed provides an overview of the implications of chronic conditions on 
the family system as a whole and individual family members. It also illustrates the 
interconnection between parental and child adjustment and coping with the impact of 
chronic conditions. However, the precise impact can vary across different conditions as 
they present idiosyncratic challenges to children and families. The impact of one 
childhood chronic condition, diabetes mellitus type 1 (T1DM), will now be discussed in 
more detail.  
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1.6  Diabetes Mellitus Type 1 (T1DM) 
 
Diabetes Mellitus Type 1 (T1DM) is a disease where the pancreas does not produce any 
or enough insulin to metabolise glucose in the body (NHS, 2014). Patients with T1DM 
therefore have to replace the insulin their body lacks, to be able to metabolise the 
carbohydrates in food. The lack of insulin can cause blood sugar levels to rise to a 
dangerous level. In the UK adult population, T1DM accounts for only 10% of diabetes 
cases with the vast majority being diagnosed with type 2 diabetes. However, amongst 
children, T1DM is the most common form (NHS, 2014). For details regarding routes to 
diagnosis, see Appendix I.  
 
T1DM cannot be cured. Patients must closely manage their blood sugars levels through 
monitoring diet and administration of insulin. Patients can use one of two main 
methods of insulin delivery to manage the condition; regular insulin injections or using 
a programmable pump which releases a regular or continuous amount of insulin via a 
subcutaneous needle or cannula (NICE, 2004). Children and their families are able to 
monitor their blood glucose levels through pricking a finger with a small needle and 
testing the drops of blood that are produced. In addition the child’s endocrinologist is 
able to test metabolic control over time by measuring glycated haemoglobin (HbA1c). 
This generates a picture of average blood sugar levels over an extended period of 8-12 
weeks. Research which examines the management of T1DM will often use HbA1c as a 
marker of metabolic control, indicating how well the T1DM is managed.  
 
T1DM is a challenge to manage, especially in children who struggle to understand why 
they need to inject themselves or not eat certain foods, compared to other children. 
Significant efforts have been made in recent years to improve the management of T1DM 
in children and lessen the challenges facing families (Dost et al., 2010). However, there 
remain risks of entering into a state of hyperglycaemia (high glucose) or hypoglycaemia 
(low glucose.). Hyperglycaemia, if left untreated, can lead to ketoacidosis which can be 
fatal. For further information regarding long term effects of T1DM, see Appendix I. 
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1.7  T1DM in Childhood  
 
As mentioned previously, T1DM is the most common form of diabetes in childhood. Like 
other CCC, the management and risk inherent to the condition can have a significant 
impact on the child and their family. In addition, the active role both the child and the 
family have to take in managing the disease means that there is a complex interplay 
between psychosocial and disease–related factors.  
 
 1.7.1 Impact of T1DM on the Child 
Adjusting to the limitations imposed by a diagnosis of T1DM can be a difficult process 
for children. There is evidence that emotional reactions vary across age groups. Young 
children often react with anger as they are required to have painful procedures 
performed on them during the diagnosis period and then adjust to frequent finger prick 
blood tests and injections (Thernlund et al., 1996a; Thernlund et al., 1996b). For older 
children, feelings of anxiety and grief are more common and mirror those of their 
parents. However, in line with Rolland (1988)’s model regarding time phases of coping 
with CCC, the initial reaction is rarely a fixed entity and changes as the child and their 
broader system come to terms with the diagnosis (Wennick & Hallström, 2006; Povlsen 
& Ringsberg, 2008).  
 
Further to coping with the immediate demands of the disease, the initial adjustment 
process has also been linked with later psychological and metabolic control outcomes. 
Early difficulties with emotional adjustment are related to poorer adherence to 
treatment regimens, difficulties with metabolic control and greater psychological 
distress at later follow ups (Berg et al., 2008; Berg et al., 2007; Therlund et al., 1996a).  
 
A mixed picture emerges from studies examining the risk of psychological distress for 
children with T1DM: there is some evidence for greater risk of depression (Kovacs et al., 
1997; Kokkonen & Kokkonen, 1995; Zeng & Chen, 2013), however, in other research, 
using larger samples of children with T1DM, there were found to be no significant 
differences in reported wellbeing compared to healthy counterparts (Northam et al., 
2010; Helgeson et al., 2007). Referral rates to mental health services have been used as 
an alternative marker of psychological distress. Mental health referral rates for children 
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with T1DM have been reported as 19% higher than non-affected peers (Northam et al.). 
Mental health service use in this study was associated with poorer metabolic control. It 
may therefore be that there is a bi-directional relationship between mental health and 
metabolic control, or potentially the referral might be triggered by parental concern 
over a lack of control of T1DM rather than the child’s mental distress.  
 
Psychological distress amongst children with T1DM can have an impact beyond 
psychological wellbeing to influence metabolic control. Symptoms of depression and 
anxiety have been associated with poor metabolic control and management behaviour 
(Herzer & Hood, 2009; Whitmore et al., 2003; Northam et al., 2013).  However the 
connection between metabolic control and mood has been found to be significantly 
impacted by behavioural (such as poor self care) and environmental factors (Kongkaew 
et al., 2014). Psychological distress can also have a purposeful link with poor diabetes 
control amongst young people with T1DM and eating disordered behaviour. Children 
with T1DM and clinically significant eating disturbance can seek to control their weight 
through poor diabetes management (Jones et al., 2000; Mannucci et al., 2005).  This 
greater risk is reflected in higher levels of eating disturbance amongst children with 
T1DM particularly in girls and young women (Helgeson et al., 2007, Peveler et al., 2005 
Goebel-Fabbri, 2009).   
 
Research has also been undertaken to examine the impact on the overall quality of life 
of children with T1DM. Self-assessed quality of life is often perceived by children with 
T1DM as similar to their non-affected peers (Whittemore et al., 2003; Laffel et al., 2003; 
Faulkner & Chang, 2007). However, there are a number of variables which can affect 
quality of life for those with T1DM, particularly treatment regimens (Whittemore et al., 
2010). Despite advances in treatment regimens designed to ease management of the 
disease, regimen improvements have not illustrated the extent of impact on perceived 
quality of life predicted (Valenzuela et al., 2006; Whittemore et al., 2003).  
 
1.7.2 Impact of T1DM on the Parent 
In line with other chronic health conditions, coping with the diagnosis and management 
of T1DM in your child, places mental and physical demands on parents. It is 
unsurprising therefore, that many struggle emotionally following their child’s diagnosis 
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and beyond. Coping following diagnosis, the presence of chronic sorrow and 
implications for the role of the parent will now be discussed. 
 
1.7.2.1 Coping Following a Diagnosis 
The events prior to diagnosis of T1DM often involves a rapid deterioration in a child’s 
physical health. For some parents, reaching a state of ketoacidosis prior to the diagnosis 
can be a shocking and frightening experience (Whittemore et al., 2012). The symptoms 
can be mislabelled as other serious diseases such as leukaemia or the implications of 
the T1DM are misunderstood, leading to intense emotional reactions before and after 
the diagnosis is made (Wennick & Hallstrom, 2006; Hatton et al., 1995). A recent 
systematic review found that on average 33% of parents experience clinically 
significant psychological distress at diagnosis. The rate drops to 19% after a year, 
illustrating the initial intensity but also longer term impact (Whittemore et al., 2012). 
Following the diagnosis there can be little relief as the magnitude of the task being 
undertaken is realised. Sullivan-Bolyai et al. (2003a)’s interviewed fathers of children 
newly diagnosed. One father summarised the monumental task after their child was 
diagnosed as: “It was like being handed a big city phone book and you have to learn all 
the names before you go home” (p. 27). 
 
1.7.2.2 Chronic Sorrow 
For some parents the intense emotional response to diagnosis does reduce as they 
adjust to their new life with a child with T1DM. However, for others the emotional 
distress never disappears entirely. As mentioned previously, the idea of chronic sorrow 
developed from the experiences of parents with learning disabled children and has 
subsequently been applied to chronic health. Lowes and Lynne (2000) challenged the 
idea of a time bound response to the diagnosis which has an end point where parents 
will return to emotional normality. They instead proposed that the emotional distress 
may decrease but will continue to fluctuate as the child continues through life. The 
authors reviewed research regarding the immediate and long term emotional responses 
of parents of children with T1DM. They found evidence for both a time bound model 
and chronic sorrow. However, they stated that even in the context of coping and 
adapting to life with a child with T1DM, there was a lingering sadness for many parents. 
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Aspects such as the relentlessness of the T1DM treatment regime and constant fears of 
future harm coming to their child contributed to the ongoing emotional distress.  
 
 The principle of chronic sorrow from Lowes and Lynne’s paper has been supported by 
further research since its publication. Lowes et al. (2005) interviewed 38 parents 
regarding their adjustment and coping with a child with T1DM. Although the 
participants had been able to learn and adapt to the presence of T1DM a year after 
diagnosis, the process of adjustment was not viewed as an endpoint but rather a 
process that would continue for the foreseeable future. The findings were supported by 
a further paper which examined chronic sorrow amongst 17 parents, seven to ten years 
post diagnosis. Only one participant was able to achieve ‘full acceptance and closure’, 
whereas the others noted  resurgences in their emotional distress (Bowes et al., 2009) 
with triggers identified such as hospital admissions, difficulties with metabolic control 
and fears about risks of complications.  
 
Further research has found that psychological distress experienced by parents can 
reach a clinically significant level, post diagnosis. Jaser et al. (2009) tested anxiety and 
depression levels amongst 67 mothers with children who were less than eight years old 
at the time of diagnosis. Twenty-one percent reported clinical levels of anxiety and 24% 
reported clinical levels of depression. Mothers who reported that they struggled to cope 
with the demands of T1DM were significantly more likely to experience clinical levels of 
anxiety or depression. In the context of hospital admissions and medical procedures 
inherent to T1DM, it follows that there is also evidence of post traumatic stress (PTS) 
responses amongst parents of diabetic children (Landolt et al., 2003; Landolt et al., 
2005). Stoppelbein & Greening (2006) compared rates of PTS symptoms between 
parents of children with T1DM versus children with cancer. It was expected that given 
the life threatening nature of cancer, there would be greater incidence of trauma, 
however there were no significant differences between groups.  
 
Rates of psychological distress seem to differ between mothers and fathers. The rates of 
psychological distress have been found to be higher for mothers than fathers, perhaps 
reflecting their primary caring role or coping strategies. Fathers reported significantly 
lower stress levels and emotional distress compared to mothers (Haugstvelt et al., 2011; 
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Mitchell et al., 2009). Both studies also reported significantly lower involvement or 
responsibility for T1DM related parenting tasks amongst fathers. Comparison of the 
impact of emotional distress between mothers and fathers have also revealed a 
difference. Malerbi et al. (2012) compared factors impacting on quality of life in 1079 
parents. Thirty seven percent of mothers reported anxiety to be a primary factor in 
their quality of life, compared to 25% of fathers. Similarly, 53% of mothers reported 
depression as a concern compared 32% of fathers.  
 
1.7.2.3 Parenting Stress 
A further element of the impact of T1DM is the impact it can have on the experience of 
parenting a child. Sullivan-Bolyai et al. (2003b)’s qualitative study, reflected the stress 
of parenting a child with T1DM as being in a state of constant vigilance. T1DM can cause 
parents to question their role, arousing feelings of incompetence in being able to care 
for their child. The feelings of incompetence can instil fear due to a sense of 
compromised ability to protect them (Whittmore et al., 2012). These themes were also 
noted in Hatton et al. (1995)’s study where participants spoke of the intense 
responsibility of caring for a young child with T1DM. One participant reflected that the 
pressure to care in the right way can result in a feeling of ‘feeding the insulin, not the 
child’ (p. 573).  
 
There are a number of factors relating to a greater risk of perceived parenting stress, 
particularly supportive resources from the wider system at the parents’ disposal. Single 
parenthood and lower socioeconomic status are associated with higher levels of stress 
(Streisand et al., 2003). A family environment which is perceived to be supportive or 
caring is associated with lower negative impact of T1DM (Moreira et al., 2013). Higher 
psychological distress is also associated with greater frequency and intensity of 
parenting stress (Streisand et al., 2005; Streisand et al., 2008). 
  
1.7.3 Impact of the Parent in Childhood T1DM 
As described earlier, Carter and McGoldrick (2005)’s model illustrate the 
interconnectivity between the systemic layers around a child. The psychological 
distress associated with having a child with T1DM is concerning in of itself in terms of 
safeguarding parents’ wellbeing. However, the interconnectivity between child and 
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parent means, psychological distress or difficulties adjusting is also associated with 
secondary negative outcomes for the child. Literature regarding the psychological 
impact of parental distress within broader CCC has been discussed earlier. For T1DM 
specifically, metabolic control and responsibility over disease management can also be 
impacted by the parents’ psychological state, approach to parenting and family 
adjustment. Whittemore et al. (2010) devised a model to illustrate the multifaceted 
processes within a family’s adjustment to T1DM. The model focuses on the immediate 
family system, including individual/family characteristics, psychosocial responses, 
individual/family responses and adaptation (Figure 4).  It is a revised version of an 
original model which focused much more heavily on the child’s individual 
characteristics and responses (Grey & Thurber, 1991). The updated model takes greater 
account of the familial influences. It also accounts for the two way feedback of 
psychosocial aspects and coping for both the individual and the family. 
 
 
Figure 4. Conceptual Model of Childhood Adaptation to T1DM (Whittemore et al., 2010, 
p. 244). 
 
From the child’s perspective, the model illustrates that an important aspect of 
adjustment for them lies in the adjustment of the parent. However, there is evidence 
that the connection between parental psychological state and metabolic control varies 
across different types of psychological distress. Depressive symptoms are associated 
with poorer metabolic control and higher risk of hospitalisation (Driscoll et al., 2010; 
Butwicka et al., 2013). The link between depressive symptoms and poor metabolic 
control has been found to be mediated by low parental involvement, rather than a direct 
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impact on metabolic control (Struemph, 2012). Conversely, parents who struggle with 
anxiety are more likely to play an active role in T1DM management and perceive their 
child to be less able to manage their T1DM (Butler et al., 2009; Cameron et al., 2008). 
For adolescents such an active role can be perceived as over involvement and be 
associated with poor metabolic control (Cameron et al., 2008). In terms of parenting 
stress, the impact is less clear on T1DM management. There has been a link between 
higher stress and better metabolic control (Stallwood, 2005). However, the level of 
stress is also related to perception of poor diabetes related behaviour in the child with 
T1DM, with no significant impact of actual blood sugar levels (Hillard et al., 2011).  
 
The stance a parent takes in terms of managing their child’s T1DM can have an 
important impact on the wellbeing and health of their child. Adopting a collaborative 
role with the child is associated with better metabolic outcomes (Wiebe et al., 2005; 
Worrall-Davies et al., 2002). Furthermore, collaborative approaches are associated with 
fewer depressive symptoms amongst children with T1DM and their mothers (Berg et 
al., 2007). Similarly, parents who adopt a supportive communication style with their 
child is associated with less depressive symptoms, better self-management by the child 
and better metabolic control (Berg et al., 2007; Dashiff et al., 2008). Conversely, hostile 
or controlling communication styles are associated with poor metabolic control, self-
care and quality of life in the child (Dashiff et al., 2008; Worrall-Davies et al., 2002).  
 
The correlational nature of such studies means it is possible that the negative 
communication or parenting styles have been adopted in response to poor metabolic 
control. However, research into the impact of family functioning amongst parents, 
supports the link between parental stance and child outcomes. A four year follow up 
from diagnosis has found that families exhibiting high expressed emotion, low cohesion 
and high conflict are linked with poor metabolic control (Jacobson et al., 1994; Lewin et 
al., 2006). Leonard et al. (2005) replicated the results linking family dysfunction to poor 
metabolic control. The authors also reported a discrepancy between parental and child 
reported dysfunction. The resulting outcomes for the child, followed their appraisal of 
the family, not the parents, indicating that the child’s perception of the family is more 
important.  
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1.7.4 Psychosocial Interventions for Children with T1DM and their Families 
The research reviewed illustrates the degree of difficulty posed by adjusting and coping 
with a diagnosis of T1DM for families. As Whittmore et al.’s model illustrated (Figure 4), 
there is an interconnection between child adjustment, parent adjustment and T1DM 
management. It therefore follows that targeting support towards parents of children 
with T1DM, could impact on the wellbeing of the parent, the child and the wider system. 
In view of the potential for psychological and physical complications as a result of 
T1DM, interventions have been developed to promote physical and psychosocial 
wellbeing. T1DM is the most researched single disease category amongst CCC, 
accounting for 27% of papers (Distelberg et al., 2014). A range of interventions at 
different stages of disease have been explored and will be discussed below. 
 
1.7.4.1 Psychoeducational Interventions 
Psychoeducational interventions target knowledge of the mechanism and management 
of T1DM. An enhanced understanding is designed to improve insight and therefore 
management and coping with the disease. Hampson et al., (2001) conducted a 
systematic review of papers testing psychoeducational interventions between 1980 and 
2000. The results indicated small to medium effect sizes on psychosocial outcomes. 
However, the authors report a number of methodological issues common across the 
papers included. Less than half used randomised control designs and all had small 
sample sizes. Further difficulties arose with comparing results across studies due to 
variations in the modalities and settings used.  A later systematic review reported 
similar methodological issues in more recent papers (Murphy et al., 2006). However, a 
greater proportion used psychosocial outcomes which results in greater evidence for 
impact in those domains compared to metabolic control. The authors raised the 
hypothesis that the lack of consistency of modality of intervention meant that questions 
remain regarding the outcome relating the social contact rather than content of 
interventions. Robling et al. (2012) attempted to remedy the difficulties with previous 
papers in terms of consistency. In a cluster randomised trial healthcare professionals 
across 13 services were trained in delivering a psychosocial intervention, based on 
shared agenda-setting. The results indicated no impact on metabolic control but a short 
term impact on coping within the child.  
 
Chapter 1 - Introduction 
23 
 
1.7.4.2 Behavioural Interventions 
Behavioural interventions are aimed at promoting positive behaviour around T1DM 
management. Strategies such as goal setting, self-monitoring and positive reinforcement 
are used in conjunction with parents. Delameter et al. (2001)’s narrative review of 
parent/adolescent behavioural interventions indicated a positive impact on metabolic 
control and parent-child relationship. Similar results were found in a systematic review 
of child based behavioural interventions. A small to medium effect size was found in 
terms of T1DM management. However, the authors noted that less than half the papers 
were theoretically driven and those with a theoretical underpinning had greater effect 
sizes. In terms, of applying the finding, the authors also felt the interventions required a 
high degree of commitment and time to be effective. However, the coping skills 
interventions of Anderson et al., (1989) and Grey et al. (1999, 2000) were identified as 
the most effective and achievable of those included in the review.  
 
1.7.4.3 Family and Individual Therapy 
One to one and family based psychological therapy has been researched as a means of 
managing the psychological impact of T1DM. A systematic review of behavioural and 
systemic family therapies indicated positive results in terms of metabolic control and 
family conflict (McBroom & Eriquez, 2009). However, there was a lack of research with 
single parent or separated families. Considering the stress family discord could place on 
the ability of families to manage T1DM, the reviewers highlighted that it was a neglected 
area of research. In terms of one to one therapeutic interventions for children, there is 
much less evidence than parent or family based interventions, supporting Whittemore 
et al. (2010)’s model which highlights the interconnectivity between parent/child 
reactions (Winkley et al., 2006). However, Winkley et al.’s systematic review revealed a 
small effect size in terms of metabolic control and psychosocial outcomes for one to one 
child interventions. Within the review, the majority of interventions were aimed at 
adolescents rather than younger children and the mean duration of the disease was 5.6 
years. This perhaps points to therapeutic interventions waiting until a crisis point in 
adolescence rather than proactive psychological care closer to diagnosis. There is 
evidence that the impact of psychosocial and educational interventions for T1DM is 
longer lasting if delivered earlier (Hampson et al., 2001). The same may be true in terms 
of therapeutic interventions, if they are designed to prevent and protect psychological 
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wellbeing from the offset. However, families are often excluded from studies if they are 
within the first year post diagnosis due to unstable diabetes management, leading to 
interventions during the initial adjustment phase being under-researched (Hampson et 
al., 2001).  
 
 
1.8  Type 1 Diabetes Mellitus Conclusion 
 
The research discussed has illustrated that adjustment and coping with T1DM is 
dependent on a combination of psychosocial responses in the child and family. The 
interventions covered focus on work with the child directly or in conjunction with their 
parent. The literature indicates promising results in terms of the impact that can be had 
on the psychological and physical wellbeing of children with T1DM. Interventions 
directed at the parents alone have been not been discussed thus far. Considering the 
direct impact a parent’s adjustment and wellbeing can have on a child with T1DM, 
proactive interventions which promote adjustment and wellbeing in the parent would 
be expected to filter through to the child. The final section of this chapter will cover a 
systematic review of interventions directed solely at parents of children with T1DM 
with the aim of promoting wellbeing or adjustment.  
 
1.9  Systematic Review: Interventions to Improve Psychological Adjustment 
and Wellbeing in Parents of Children with T1DM 
 
1.9.1 Rationale for Review  
The impact of parental adjustment and coping on the physical wellbeing of a child with 
T1DM and the psychological wellbeing of both parent and child has been described. 
Based on these findings interventions to promote psychological wellbeing in parents 
could  impact on both the short and long-term psychological and physical health 
outcomes for the parents, child and family. 
 
A systematic review was undertaken of psychosocial, family and educational 
interventions for children with T1DM and their parents in 2000 (Grey, 2000). The 
family interventions included were defined as those where ‘the target of the 
Chapter 1 - Introduction 
25 
 
intervention had to be the family members of a child or adolescent with diabetes rather 
than the index child’ (p. 162). Two papers were included (Guthrie et al., 1990; Satin et 
al., 1989) which described interventions aimed solely at the parents, however only Satin 
et al.’s paper measured coping in the parent. Guthrie et al.’s paper sought to train 
parents in relaxation techniques, however only biological markers of T1DM 
management were collected. Building on Grey et al.’s results the following systematic 
review will focus on interventions for parents with the aim of improving their 
psychological adjustment and wellbeing, published after 2000.   
 
1.9.2 Review Method 
A systematic review of literature was conducted to examine the evidence for 
interventions aimed at improving psychological wellbeing and/or adjustment in 
parents of children with T1DM. The question for the systematic review was as follows: 
 
What is the impact of interventions aimed at improving psychological adjustment and/or 
wellbeing amongst parents of children with T1DM? 
 
The review was performed following the recommendations outlined in the ‘Cochrane 
Handbook for Systematic Reviews of Interventions’ (Higgins & Green, 2011). 
 
1.9.3 Search Strategy  
Four databases were selected for the search of research evidence as they contained 
journals relating to both psychological and medical research. The databases were 
searched on 2nd March 2015 using the OvidSP platform: 
 
 AMED (Allied and Complementary Medicine) 
 HMIC Health Management Information Consortium  
 Ovid Medline (1946-Present) 
 PsychInfo (1806-Present) 
 
 1.9.4 Search Terms 
The search strategy involved four layers of search terms (see Appendix II), combined 
using Boolean operators (e.g. AND, OR, ?) detailed below: 
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 ‘Diabetes type 1’ OR ‘Diabetes Mellitus type 1’ 
 Parent? OR Mother? OR Father? 
 Intervention OR support 
 Wellbeing OR Depression OR Anxiety OR Adjustment OR Adaptation 
 
1.9.5 Inclusion Criteria 
 Intervention delivered solely to parent(s) 
 Child with diabetes is under 18 years old 
 Outcome measures include those relating to psychological wellbeing and/or 
adjustment 
 
1.9.6 Exclusion Criteria 
 Papers published before 2000 (A similar review of support interventions for 
parents was published in 2000; Grey, 2000) 
 Diagnosis of type 2 diabetes 
 Solely medical adherence based outcomes 
 Not in the English language 
 Intervention focussed on the family or child 
 
1.9.7 Search Process 
Figure 5 presents a diagrammatic representation of the search. The initial search 
yielded 244 papers, reduced to 240 after removing duplicate studies. The titles and 
abstracts were reviewed according to the inclusion and exclusion criteria. Thirteen 
papers met the inclusion/exclusion criteria at this stage. The cited and citing references 
were reviewed of these 13 papers, producing a further six results. Full text versions of 
the 19 papers were then retrieved and reviewed to ensure relevance to the review 
criteria leading to the exclusion of seven papers (see Appendix III for details of excluded 
papers). Of the remaining 12 papers, ten were quantitative studies and two were 
qualitative studies. Two quantitative papers contained qualitative aspects which were 
not included in the review: Sullivan-Bolyai et al., (2004)’s qualitative analysis could not 
be assessed in the qualitative framework as there was insufficient detail regarding the 
qualitative methodology. Ridge et al. (2014)’s qualitative data was not included because 
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it related to the content of the intervention not the outcome or experience for 
participants. A summary of papers included in the review is in Table 1. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 5. Systematic Review Search Process 
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Table 1.  Summary of systematic review papers 
Reference Methodology Intervention Outcome 
Measures 
Key Results 
Grey et al. 
(2011).  
Design 
Randomised controlled trial 
Participants  
75 in intervention group  
48 in control group 
 
 
Intervention group 
Coping skills intervention over 6 
sessions, each lasting 1.5 hours in 
groups of 2-5 families.  
Control group  
Group diabetes education 
Self report 
measures: 
CES-D; DRC; ICC;   
PDQOL 
Intervention and control group showed significant difference in 
parental coping (p<.001), QOL (p= .005) and parental 
responsibility (p<.001).  
 
Significant change in difficulties and upset in coping with 
diabetes (p=.005). 
Hoff et al. 
(2005).  
Design 
Randomised controlled trial  
 
Participants 
31 in intervention group (17 
mothers, 11 fathers) 
28 in control group (17 mothers, 
11 fathers) 
Average age of mothers= 38.41 
Average age of fathers = 40.04. 
 
 
Intervention group 
Two 2.5 hour group sessions with 
aim of reducing illness 
uncertainty through improved 
understanding and management. 
 
Control group 
Child continued to receive 
routine medical care and illness 
education from the treating 
physicians. 
Self-report 
measures: 
BASC-P; PPUS; 
SC90-R 
 
 
Parental psychological distress- 
Intervention group- significant change between baseline and one 
month. Change maintained at six months. 
Control group- no significant changes 
Child internalising 
Intervention group-  
Mothers- significant change between baseline and one month, 
maintained at six months. Fathers- no significant changes 
Control group-  
Mothers- no significant change. Fathers- Significant change 
between baseline and one month, not maintained at six months.  
Child externalising-  
Intervention group- Mothers- Significant change between 
baseline and 1 month, not maintained at six months. Fathers- No 
significant changes  
Merkel  & 
Wright 
(2012). 
Design 
Single group pre/post test 
descriptive design 
 
Participants 
9 parents 
Web based support based on 
social support platform model 
Self report 
measures: 
DES; SED 
Significant change in self efficacy (p= 0.0171)  
Non significant change in empowerment (p= 0.0689) 
 
Monaghan 
et al. (2011) 
Design 
Case control pilot  
 
Participants 
24 parents (88% female) 
 
 
Peer support intervention based 
on Sullivan-Bolyai et al., (2004).  
Modality is unclear.  
 
Self-report 
measures: 
CES-D; MSPSS; 
PIP; STAI 
Significant changes in Paediatric Inventory for parents. 
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Newell & 
Hahessy 
(2013) 
Design  
Qualitative ethnographic study- 
observing intervention group and 
semi-structured interview 
 
Participants  
8 parents  
Weekly support group format. 
Facilitation and topics 
determined by attendees.  
Observational data 
collected over 
seven months 
 
Semi structured 
interviews  
Two themes were identified 
1. The culture of the group – ‘A different kind of support’. 
Emphasis placed on shared experiences and identity 
2. The benefits of the group- ‘You are so lost in the beginning’. 
Emphasis on the social support and solidarity amongst parents 
Rearick et 
al. (2011) 
Design 
Qualitative study- semi-
structured interviews 
 
Participants  
13 parents (9 mothers, 4 fathers) 
Participants were drawn from the 
pool of participants in Sullivan et 
al. (2010)’s quantitative study. 
Semi-structured 
interviews 
 
 
Three themes were identified: 
1. Availability- mentors were flexible in providing support and 
took responsibility for meetings/calls 
2. Practical tips- providing advice from a position of experience 
3. Common ground- shared experiences and identity through 
diabetes parenthood. 
Ridge et al. 
(2014) 
Design 
Quasi-experimental 
 
Participants 
17 (15 female, 2 male)  
Diabetes Orientated Learning 
Family Intervention (DOLFIN)  
Self report 
measures: 
DFCS; DFRQ; 
GADS; PHQ;  
Change in mean scores across all measures.  
 
Authors report they conducted t-tests but only report pre/post 
mean differences, no t-test or p-values. 
Saßmann et 
al. (2012) 
 
Design  
Randomised controlled trial 
 
Participants  
24 parents (no information about 
gender split) 
 
Intervention group 
DELFIN program- Structured 
group intervention for up to 7 
families. Aim to develop skills in 
diabetes related communication 
and handling conflict 
Control group- wait list control 
Self report 
measures: 
DASS; PS; SDQ 
 
Parenting Scale 
Greater significant change in intervention group versus control 
(p>.001 vs. p=.05) 
Larger effect size for intervention group (.84 versus .18) 
Depression-Anxiety Stress Scale 
- Significant change in control and intervention group 
- Significant change in depression subscale for intervention 
group, non significant change in control group 
- Non significant change in intervention group, significant change 
in stress in control group. 
Sullivan-
Bolyai et al., 
(2004) 
 
 
Design  
Mixed method randomised 
controlled trial psychometric and 
qualitative outcome measures  
 
Participants 
42 mothers  
 
Intervention group 
Parent to parent mentoring via 
home visit and telephone over a 
six month period. Experienced 
parent mentors were provided 
with training 
Control group- Telephone support 
by untrained parents 
Self report 
measures: 
BDMCQ; HCRI; IFS; 
PCQ 
Banion diabetes management concern questionnaire 
Significant changes in intervention group versus control. (p= .02) 
Impact on family scale 
Significant changes in intervention group versus control (p=.05) 
Parental confidence questionnaire 
No significant difference in changes between control and 
intervention group (p=.44) 
Home care resources 
No significant difference in changes between control and 
intervention group (p=.06) 
Chapter 1 - Introduction 
30 
 
Sullivan-
Bolyai et al. 
(2010) 
 
Design 
Randomised controlled trial  
 
Participants  
51 mothers 
 
Intervention group 
Same intervention as Sullivan-
Bolyai et al., (2004). Format 
changed to flexible support via 
telephone, email or face to face.  
Control group- Telephone support 
by untrained parents. 
Self report 
measures: 
BDMCQ; IFS; PCQ; 
SSI; WS 
No significant difference in change between control and 
intervention groups across any outcome measure. 
Sullivan-
Bolyai et al. 
(2011) 
 
Design 
Randomised controlled trial  
  
Participants  
9 fathers in control group 
18 fathers in experimental group 
Intervention 
For fathers only following 
Sullivan-Bolyai et al. (2010)’s 
intervention and control groups.  
 
Self report 
measures: 
BDMCQ;DADS; IFS; 
PCQ; SSI; WS 
Parental Confidence Scale 
Significant change in intervention group versus control (p<.05).  
 
All other measures non-significant difference in change versus 
control. 
Tsiouli et al. 
(2014) 
 
Design 
Randomised controlled trial  
 
Participants 
Intervention group - 19 (78.9% 
women, av. Age= 43.95) 
Control group - 25 (80% women, 
av. Age= 42.6).  
 
Intervention group 
- Trained in relaxation techniques 
and encouraged to practice 2x 
day. 
- Encouraged to engage in 
healthy/active lifestyle. 
 
Control group 
- Encouraged to engage in 
healthy/active lifestyle 
 
Self report 
measures- 
HLCS; PSS; PSI-SF; 
Lifestyle 
parameters 
questionnaire 
 
Biological measure 
of stress- 
Salivary cortisol (5 
samples over 
duration) 
Perceived Stress Scale 
Significant change over time versus control (p=.01) 
 
No other significant changes versus control. 
BASC-P=Behaviour assessment system for children- parent rating scale; BDMCQ= Banion diabetes management concern questionnaire; CES-D =Center for 
Epidemiological Studies-Depression; DADS=Dad's active disease support scale; DASS=The depression-anxiety stress scale  DES=Diabetes empowerment scale short 
form parent modified; DFCS=Diabetes Family Conflict Scale; DFRQ=Diabetes Family Responsibility Questionnaire; DRC=The Diabetes Responsibility and Conflict 
Scale; GADS=Generalised Anxiety Disorders subscale; HCRI=Home care resources instrument; HLCS=Health Locus of Control scale; ICC=Issues in coping with 
IDDM-Parent scale; IFS=Impact on family scale; MSPSS=Multidimensional scale of perceived social support; PCQ =Parental confidence questionnaire; PDQOL=The 
Parents Diabetes Quality of Life Questionnaire; PHQ=Patient Health Questionnaire; PIP=Paediatric inventory for parents; PPUS=Parent Perception of Uncertainty 
Scale; PSI-SF=Parenting stress index-short form; PS=The parenting scale; PSS=Perceived stress Scale; SC90-R=Symptom checklist 90- revised; SDQ=Strengths and 
difficulties questionnaire; SED=Self efficacy for diabetes scale parent modified; SSI=Social Support inventory; STAI=State-trait anxiety inventory; WS=Worry Scale. 
 
Table 1.  Summary of systematic review papers
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1.9.8 Quality Appraisal 
The quality frameworks developed by Cardiff University’s Specialist Unit for Review 
Evidence (SURE) were used to evaluate the papers. The criteria for ‘randomised 
controlled trials and other experimental studies’ was used to evaluate the quantitative 
papers included in the review (SURE, 2013a). The two qualitative studies included in 
this review were also appraised against SURE checklist for qualitative papers (SURE, 
2013b).  Each paper was reviewed against a checklist of questions which are answered 
yes, no or can’t tell.  A scoring system was developed in conjunction with the 
researcher’s supervisor to weight the clinical significance of the papers. Each score was 
rated based on the following scale: 
 
- Good = score of 2 
- Mixed = score of 1 
- Poor or unreported = score of 0 
 
The scores for each paper are presented in Table 2 (see Appendix IV for specific scoring 
details). 
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Table 2. SURE Quality Framework Assessment of Quantitative Papers 
Criteria Grey et 
al. 
(2011) 
Hoff et al 
(2005) 
Merkel 
& 
Wright 
 (2012) 
Monaghan 
et al. 
(2011) 
Ridge et 
al. 
(2014) 
Sassmann 
et al. 
(2012) 
Sullivan-
Bolyai et 
al., (2004) 
Sullivan-
Bolyai et 
al. (2010) 
Sullivan et 
al. (2011) 
Tsiouli 
et al. 
(2014) 
1. Does the study address a 
clearly focused 
question/hypothesis? 
2 2 1 2 2 2 2 2 2 2 
1.1 Population/ Problem? 2 2 2 2 2 2 2 2 2 2 
1.2 Intervention? 2 2 2 2 2 2 2 2 2 2 
1.3 Comparator/control? 2 2 0 0 0  0 2 2 2 0 
1.4 Outcomes? Can you 
identify the primary 
outcome? 
2 2 2 2 2 2 2 2 2 2 
2. Was the population 
randomised? 
2 2 0+ 1 0+ 1 1 1 1 2 
3. Was allocation to 
intervention or comparator 
groups concealed? 
0* 0 0 0* 0 0 0* 0* 0* 0* 
4. Were participants/ 
investigators blinded to 
group allocation? 
0* 0* 0 0* 0 0* 0* 0 0 0 
5. Were interventions well 
described and appropriate? 
1 1 0 1 1 1 1 1 1 1 
6. Was ethical approval 
sought and received? 
0* 0* 0* 0* 2 2 0* 0* 0* 2 
7. Was a trial protocol 
published? 
0* 0* 0* 0* 0* 0* 0* 0* 0* 0* 
8. Were the groups similar at 
the start of the trial? 
1 2 0+ 2 0+ 2 2 1 2 2 
9. Was the sample size 
sufficient? 
2 0 0 0 0 0 0 0 1 2 
10. Were participants 
properly accounted for? 
2 1 0 1 2 2 2 2 1 2 
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11. Data analysis 
11.1 Are you confident with 
the authors' choice and use of 
statistical methods? 
2 2 2 2 2 1 0 2 2 2 
11.2 Were estimates of effect 
size given? 
0 2 0 0 0 2 0 0 2 2 
11.3 Were the analytical 
methods appropriate? 
2 2 2 2 2 1 0* 2 2 2 
11.4 Was the precision of 
intervention effects given? 
2 2 2 2 2 2 2 2 2 2 
12. Results 
12.1 Were outcome measures 
reliable? 
2 2 0 2 0* 2 2 2 2 2 
12.2 Were outcome measures 
complete? 
2 2 2 2 2 2 2 2 2 2 
12.3 Were all important 
outcomes assessed? 
1 0 0 0 0 0 0 2 0 2 
12.4 Are the authors’ 
conclusion adequately 
supported by the results? 
1 2 0 2 1 1 2 2 2 2 
13. Is any sponsorship/ 
conflict of interest reported? 
2 2 2 2 2 2 2 2 2 2 
14. Did the authors identify 
any limitations? 
2 2 2 2 2 2 2 2 2 2 
15. Are the conclusions the 
same in the abstract and the 
full text? 
0 1 0 2 2 2 2 2 0+ 0 
Total  34 35 19 31 28 33 30 35 34 39 
+ = not applicable * = can’t tell 
Table 2. SURE Quality Framework Assessment of Quantitative Papers
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1.10  Review Results 
 
The review results produced 10 quantitative papers and two qualitative papers. 
The quantitative papers will be presented and reviewed first, followed by qualitative 
papers.  
 
1.11 Quantitative Synthesis and Critical Review 
 
The results of the critical review are summarised in Table 2. Each study has an attached 
total score relating to the above scoring scale. The total scores reported reveal all but 
one of papers to be within a similar range in terms of quality (28-39). However, Merkel 
and Wright (2012) is markedly lower than the others with a score of 19.  
 
1.11.1 Design/Methodology 
The studies included in this review reflected a range of methodologies. The majority of 
studies (seven) adopted a randomised controlled trial (RCT) methodology. However, 
there were a number of issues with the design of the RCT’s. Only three of the papers 
described the method by which they randomised their participants. In terms of blinding, 
none of the papers blinded or reported blinding the participants to their allocation. It is 
acknowledged that blinding participants in studies of psychological interventions is 
challenging as allocation to a control group is often easy to detect. However, some of the 
researchers endeavoured to devise control conditions which were different from 
treatment as usual. For example, Sullivan-Bolyai et al., (2004)’s equivalent of non-
trained telephone support from parents versus one to one support from trained 
parents. In such circumstances, the potential for blinding and therefore greater 
scientific rigour would have been possible.  
 
Three studies adopted quasi-experimental designs, with a single pre/post group 
methodology. The authors of the quasi-experimental designs highlighted that their 
studies were pilots aimed at testing feasibility and therefore were not able to invest the 
resources needed for an RCT design. However, the lack of a control group made the 
results difficult to value in terms of impact and generalisability. This is particularly the 
case when the intervention is being targeted close to diagnosis where normal 
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adjustment will take its course. Therefore without a control group it is difficult to 
establish the cause of any positive change. The children with T1DM of Ridge et al. 
(2014)’s participants for example, had an average time since diagnosis of 4.53 years 
(SD= 3.5). The standard deviation indicates the range of the time since diagnosis which 
could influence the degree of change accounted by the normal course of adjustment 
post diagnosis. However, the authors do not account for this in their analyses. Merkel 
and Wright (2012) do not include any information about the amount of time since 
diagnosis, which again could account for the significant change, over and above the 
impact of the intervention.  
 
1.11.2 Participants 
All the studies included had difficulties with attaining a large and representative 
sample. As mentioned earlier only Grey et al. (2011) recruited a sufficiently large 
enough sample (123; 75 experimental group, 48 control group) according to their 
power analysis. In other RCT’s, the majority of papers contained less than 60 total 
participants. The smallest sample size for an RCT was 27 (Sullivan-Bolyai et al., 2011). 
In the non-RCT studies, the sample sizes were also small, the largest sample being 24 
(Monaghan et al., 2011). The reasons for the small sample sizes ranged from small pool 
of participants to draw from to high drop-out rates following randomisation (see 
Appendix V). All papers cited a limitation of having a homogenous sample which was 
predominantly female, white and middle/upper middle class. The dominant female 
sample may reflect the role of the mother in carrying the emotional and practical 
burden of managing a child with T1DM (Mitchell et al., 2009), also pragmatically their 
more frequent attendance at the majority of clinic visits and therefore greater 
availability for recruitment. However, as Sullivan-Bolyai et al. (2011) stated, previous 
research has shown the increasing role of fathers in childcare. However, Sullivan-Bolyai 
et al.,’s study which attempted to recruit only men, had the smallest sample of only 27. 
The lack of diversity indicates that future research should endeavour to investigate the 
barriers to their engagement with supportive interventions.  
 
 
 
 
Chapter 1 - Introduction 
36 
 
1.11.3 Intervention Content 
The results of this review have highlighted a broad range of interventions that have 
been piloted with parents. To summarise the interventions, they are separated into 
three subgroups: 
1.11.3.1 Peer Support 
The most commonly used intervention was peer support via mentoring or group 
sessions. Sullivan-Bolyai et al., (2004) pioneered the application of Ireys et al. (1996) 
peer mentoring to parents of children with T1DM. Sullivan-Bolyai paired newly 
diagnosed parents with experienced parents who had been trained to support other 
parents using a model of  practical/informational, affirmational and emotional support. 
Sullivan-Bolyai et al. (2010, 2011) Rearick et al. (2011) and Monaghan et al. (2011) 
continued to explore the use of such support in face to face formats rather than 
telephone support used in the 2004 paper. One to one peer support was the only 
intervention in this review that was investigated across a number of studies. Merkel and 
Wright (2012) explored the use of peer led social support via an online support forum. 
 
1.11.3.2 Coping Skills 
Three papers examined the use of coping skills training to enhance adjustment and 
coping. Grey et al. (2011) examined a six session coping skills intervention which was 
aimed at enhancing skills in communication, social problem solving, conflict resolution, 
cognitive restructuring and stress management skills. Hoff et al. (2005) investigated a 
two session intervention aimed at enhancing understanding and management of 
uncertainty. The intervention was based on literature surrounding a cause of parental 
distress lying in difficulties managing illness uncertainty. Finally, Tsiouli et al. (2014) 
examined the impact of relaxation techniques training as a specific method of coping 
with stress inherent to parenting a child with T1DM.  
 
  1.11.3.3 Parenting Skills 
The final group of interventions aimed to enhance parenting skills of participants in 
order to increase their ability to cope with the new challenges of parenting a child with 
T1DM. Ridge et al. (2014) provided training over six sessions in motivational 
interviewing techniques. Saßmann et al. (2012) examined the use of the DELFIN 
program which was designed to build on existing T1DM education programs available 
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to parents by developing new communication and conflict resolution skills. The 
program ran for five sessions plus weekly telephone contact to provide interim support 
in applying new parenting skills. The supplementary support described in this paper, 
although designed to reinforce learning, may have also served to provide support for 
parents which may account for a proportion of impact of the intervention which the 
authors did not account for. 
 
The skills based interventions offered more control in terms of the intervention 
delivered and therefore offer greater methodological rigour. The peer based support, 
whilst more ecologically valid is dependent on participants’ fidelity to the intervention 
model. Although attempts to monitor intervention fidelity were made there is a 
possibility for more unaccounted variables, particularly the content of supportive 
interactions.  
 
1.11.3.4 Control Groups 
The RCT studies included in the review employed a range of control conditions with 
which to compare their intervention. Five of the seven RCT’s used a ‘treatment as usual’ 
equivalent, which meant access to T1DM education from professionals or continued 
care under diabetes team (Grey et al., 2011; Hoff et al., 2005; Saßmann et al., 2012; 
Sullivan-Bolyai et al., 2011, 2010). In the context of such studies being designed as pilots 
their use of treatment as usual is understandable in terms of relating change to current 
resources. However, particularly for group interventions, the lack of a comparative 
group intervention meant it was difficult to ascertain if the impact was due to the 
supportive group space or the active intervention element. Other papers adopted 
control conditions which utilised a variation on the active intervention. Sullivan-Bolyai 
et al., (2004) provided access to telephone peer support to control participants, 
however unlike those in the intervention group the supporters were not trained. Tisouli 
et al. (2014) provided healthy living educational materials to both the control and 
intervention group, whilst the intervention group were provided with relaxation 
techniques as well. Whilst this paper offers one of the most closely comparable control 
groups, the authors state that adherence to the healthy living was not as rigorously 
monitored in the control group, leaving unaccounted for variables between groups.  
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1.11.4 Outcome Measures 
In keeping with the search terms, all quantitative papers examined the impact of their 
intervention on psychological wellbeing and adjustment around T1DM: 
1.11.4.1 Psychological Wellbeing 
All but one of the papers used only self report measures of psychological distress and 
most commonly measures of disorder specific symptoms such as depression or anxiety. 
For example Grey et al. (2011) focused on depressive symptoms as a marker of 
psychological distress. Others used measures of anxiety or worry as the authors stated 
that anxiety/worry is a more common emotion in coping with T1DM, compared to 
depression (Sullivan et al., 2010, 2011; Monaghan et al., 2011; Ridge et al., 2014). Hoff et 
al. (2005) and Saßmann et al. (2012) utilised broader psychological measures of 
symptoms, increasing the field of potential impact. Saßmann et al. was also the only 
paper to include a non self report measure of psychological distress as they measured 
salivary cortisol as a marker of stress, alongside two self report measures of stress.   
 
  1.11.4.2 Adjustment/Adaptation 
Perceived self-efficacy and empowerment were used as markers of self perceived 
adjustment by Merkel and Wright (2012). Similarly, Sullivan-Bolyai et al. (2004, 2010, 
2011) assessed parental confidence in management of diabetes. Wider family 
adjustment was measured by Ridge et al. (2014), Sullivan et al. (2004, 2010, 2011) and 
Saßmann et al. (2012). Finally, an assessment of the impact on the child with T1DM was 
also used. Saßmann et al. and Hoff et al. measured parent reported child behaviour. 
Ridge et al. collected data directly from the child regarding their perception of diabetes 
responsibility and family conflict.  
 
All but one of the quantitative studies used solely self report measures of change. 
Although the majority of outcome measures used report strong reliability and validity, 
Merkel and Wright (2012) and Ridge et al. (2014) used measures with little information 
regarding their reliability or validity. Furthermore, Merkel and Wright, modified their 
two outcome measures but failed to report the findings of the review they state took 
place. Besides the reliability or validity of the measures, reliance on self report 
measures could inhibit the ability to detect change (Stoppelbein & Greening, 2007). 
Utilising second person reporting such as a partner or child could enhance sensitivity to 
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detect change. Saßmann et al. (2012) adopted a biological marker of psychological 
distress which illustrated the disparity between self reported and more objective 
measures. Eight out of ten of the papers included were pilot studies which may account 
for the limited specificity in terms of outcome measures. The fact that so many are pilot 
studies may also explain the spread of results between interventions as only Sullivan-
Bolyai et al. (2004, 2010, 2011) has sought to follow up their pilot study. 
 
1.11.5 Intervention Outcomes 
The outcome of interventions will by compared according to the intervention content to 
assess efficacy between similar interventions.  
 
1.11.5.1 Peer Support 
Of the five peer support studies were all but one were from one research group and 
present equivocal findings: Sullivan-Bolyai et al., (2004) was the earliest study in this 
review of peer support interventions, and reported the most change. The authors 
reported significant between group change in parental concern and impact on the 
family. However, there was no significant change in parental confidence. Sullivan et al. 
(2010) attempted to replicate the results with changes to the format of the intervention 
and the focus on parents of younger children. There were no significant differences in 
change between the control and intervention group in any of the outcome measures 
reported. Furthermore, in Sullivan-Bolyai et al. (2011) where the intervention was 
aimed at only fathers, there were significant between group changes parental 
confidence reported but not in social support, parental  concern, impact on family or 
anxiety. Therefore, showing polarised effects to the original paper which targeted the 
same intervention at only mothers.  
 
In terms of less formal group based support, investigated by Merkel and Wright (2012), 
they reported a significant change post intervention in empowerment but not self 
efficacy. However, they did not utilise a control group so it is unclear if the changes 
could be attributed to the intervention rather than normal adjustment.  
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  1.11.5.2 Coping Skills 
The results for coping skills interventions were mixed in terms of the range of outcomes 
measures across the three papers. Two papers reported significant changes in their 
markers of parental distress. Hoff et al. (2005) reported significant reduction in 
psychological distress which was maintained at the six month follow up. There was no 
significant change in treatment as usual group, however the small sample size limited 
the power to detect between group differences and therefore a between group analysis 
was not conducted. Tisouli et al. (2014) reported significant change in perceived stress 
in the intervention group, over time and compared to the control group. However, there 
were no significant between group changes on any other outcome measures. Grey et al. 
(2011) only measured psychological distress at baseline to control for depressive 
symptoms in the analyses. Significant changes were reported in terms of parental 
coping, quality of life and parental responsibility. However, the significant change over 
time was present in both the control and intervention group, with no significant 
difference between groups. Hoff et al. (2005) also measured parental uncertainty and 
perceived behavioural problems in the child. There was no change in parental 
uncertainty in either of the groups, which was surprising considering the intervention 
was aimed at parental uncertainty. There were mixed reports in terms of child 
behaviour, with mothers in the intervention group reporting significant changes in 
internalising behaviour, whereas fathers reported no significant changes in 
internalising.  
 
  1.11.5.3 Parenting Skills 
The two studies which examined parenting skills showed consistent results with one 
another. Saßmann et al. (2012) reported significant positive effects on The Parenting 
Scale, which measures a parents’ skills in managing conflict, and on depression and 
anxiety subscales of the Depression-Anxiety Scale. Compared to the control group, the 
intervention group had larger effect sizes for the Parenting Scale (Cohen’s d= .84 versus 
Cohen’s d= .18). However, significant depression and anxiety scale changes were also 
present in the control group and the intervention group produced only a marginally 
larger effect size of .39 compared to .35 in the control group. Furthermore, there were 
no significant changes in the other measure of parenting behaviour and on parental 
perceived child behaviour in the intervention or control group. In Ridge et al. (2014), 
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the results are less clear as the paper had no control group and only reported the mean 
difference between baseline and intervention. Nevertheless, the mean differences 
showed an improvement on family conflict (both child and parent rated), child 
responsibility for diabetes and parental depression and anxiety. 
 
A difficulty with outcome measurement relates to the follow up period utilised. The 
majority of studies had the last follow up at least six months after baseline. However, 
three studies only followed up between three and six weeks after the intervention 
(Merkel & Wright, 2012; Monaghan et al., 2011; Tsouli et al., 2013). A longer follow up 
in these studies may have led to more consistent results. Particularly for Tsouli et al. 
who reported a discrepancy between salivary cortisol and reported stress, perhaps a 
longer follow up would be led to less perceived stress. 
 
1.12  Qualitative Synthesis and Critical Review 
 
1.12.1 Qualitative Themes 
The qualitative data from Newell and Hahessy (2013) and Rearick et al. (2011) revealed 
insight into the experiences of parents accessing two different types of peer support 
interventions. Rearick et al. (2011)’s content analysis of parents who received one to 
one support from experienced peers presented three themes which were reportedly 
held unanimously amongst participants. Firstly, ‘availability’ which reflected the degree 
of flexibility of the support and the freedom of access the recipient parents had. In 
addition, parents were grateful to the mentor for taking a lead in organisation initially, 
as the recipient parents struggling with the overwhelming situation post diagnosis. The 
second theme related to the sharing of practical advice, from the mentor’s position of 
experience. A similar theme was reflected in Newell and Hahessy’s ethnographic 
analysis. The participants from the peer support group reflected the value of sharing 
experience and learning from one another. Whereas, Rearick et al.’s results focused on 
the practical value, Newell and Hahessy’s focused on the emotional impact of the shared 
experience which reduced the feelings of loneliness and normalised experiences. 
Rearick et al.’s third theme related to the sense of common ground between the mentor 
and recipient parent. The author cites the following quote as representing the sense of 
shared identity through experience: ‘The parent mentor made you feel like you’re not 
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the only one going through this’ (p. 516). A similar theme was extracted by Newell and 
Hahessy, as membership in the group offered a ‘sense of belonging, solidarity and 
equality’ (p. 30). One area of difference between the two studies was that in Newell and 
Hahessy they were all at differing stages of adjustment which may have fostered a 
greater sense of equality of experience compared to a clear ‘mentor’-‘mentee’ model in 
Rearick et al. However, it is difficult to be sure as Newell and Hahessy do not provide 
information regarding the length of time since diagnosis of the participants’ children. 
 
1.12.2 Critical Review 
The qualitative papers were appraised against the SURE checklist for qualitative papers 
(SURE, 2013b). The scores are summarised in Table 3 (see Appendix VI for specific 
scoring details). The scoring system indicates that Newell and Hahessy’s paper was of 
marginally higher quality, primarily due to the greater detail provided regarding the 
methodology.  
 
Criteria Rearick et al. (2011) Newell & Hahessy (2013) 
Does the study address a clearly focused question 
Setting? 
Perspective? 
Intervention or Phenomena 
Comparator/control (if any)? 
Evaluation/Exploration? 
2 2 
Is the choice of qualitative method appropriate? 2 2 
Is the sampling strategy clearly described and 
justified? 
1 2 
Is the method of data collection well described? 1 2 
Is the relationship between the researcher(s) and 
participants explored? 
2 0 
Are ethical issues explicitly discussed 1 1 
Is the data analysis/interpretation process 
described and justified? 
2 2 
Are the findings credible? 2 2 
Is any sponsorship/conflict of interest reported? 0 2 
Did the authors identify any limitations? 1 2 
Are the conclusions the same in the abstract and 
the full text? 
1 2 
Total Score 15 19 
Table 3. SURE Quality Framework for Qualitative Research  
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The SURE quality framework raised a number of methodological concerns which are 
discussed below: 
 
1.12.2.1 Researcher’s Position and Credibility 
A marker of quality within qualitative research is providing a context for the analysis, 
from the researcher’s point of view. This may include providing information regarding 
the author’s position in relation to the topic and external checks of the emergent 
themes. Neither study offered information to position to author of the study in order to 
frame the themes that emerged. Newell & Haheesy (2013) also did not provide evidence 
of external credibility checks. Rearick et al. (2011) on the other hand provided details of 
credibility checking by other researchers of emergent themes.    
 
1.12.2.2 Grounding in Examples 
Another element of producing credible qualitative result is grounding the themes in 
examples from the data. Newell & Hahessy (2013)’s results, although brief, were rich 
with direct quotes. Conversely, Rearick et al. (2011) provided only brief quotes from the 
data and they were used scarcely. It was therefore more difficult to establish a direct 
perspective from the participants, compared to the Newell & Hahessy’s account.  
 
1.12.2.3 Situating the Sample 
Finally, information about the participant sample of the research is important in terms 
of framing the perspective they provide. Neither of the studies provided details 
regarding the participant’s demographics although Rearick et al. (2011) provided 
information regarding the gender split of participants. In Rearick et al. the authors state 
that there was a pool 33 potential participants from the quantitative arm of the study 
and 13 were interviewed. However, they do not provide further information regarding 
why those 13 were chosen or chose to participate. Similarly, Newell and Hahessy 
provide no information about the sample, besides their attendance at the support 
group.  
 
1.13  Systematic Review Conclusion  
The systematic review revealed mixed results regarding the impact of interventions for 
parents of children with T1DM. A broad range of interventions have been tested but the 
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inconsistencies across methodologies leaves questions unanswered. Outcomes relating 
to parent, family and child adjustment and wellbeing were measured. However, the 
results have been mixed, even across papers reporting the same intervention such the 
peer mentoring. The papers have been challenged by an array of methodological issues 
which may have compromised the results. Nevertheless, only one paper found no 
significant difference made by an intervention and none found a negative impact of the 
intervention. In addition, the qualitative papers revealed positive experiences of 
parents in response to support, particularly regarding shared identity and experience 
with other parents.  
 
Further research to re-assess the promising interventions with larger, more 
representative samples are needed to determine the impact of such interventions. In 
addition, use of more varied outcome measures and more rigorous quantitative and 
qualitative research may help to enhance the knowledge base about the impact of such 
interventions on the parents and more widely.  
 
1.14  Peer Support Interventions 
 
The systematic review has indicated that the most consistent evidence base for parent 
targeted interventions around T1DM is peer to peer support interventions. The peer to 
peer support intervention examined by Sullivan-Bolyai et al. (2004, 2010, 2011), 
Monaghan et al. (2011) and Rearick et al. (2011) is the only intervention that has been 
researched across a number of papers. Although the papers have struggled to recruit 
participants, they have some of the highest scores in terms of quality of those included 
in the review. Whilst the quantitative results have been variable, with authors 
struggling to quantify the impact, the qualitative support from Rearick et al. illustrates 
the impact the intervention has on the day to day life and parental identity of the 
participants. A discussion of what peer support encapsulates, the evidence for its 
application to paediatric and broader health services and its theoretical underpinning 
will now be discussed. 
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1.14.1 Defining Peer Support  
Peer support sits within a wider context of social support offered to individuals within 
the healthcare service. What is meant by a peer is often loosely defined. For example, 
one definition that is widely cited defines peer support as being from between those 
‘with lived experience who are employed to support others who face similar challenges’ 
(Repper & Carter, 2011, p. 393). This key characteristic distinguishes it from support 
from those who have professional experience of the particular condition or challenge.  
  
In an attempt to establish a coherent distinction between peer and other supportive 
networks, Dennis (2003) created a classification system of supportive relationships in a 
health care context, distinguishing between social and professional relationships 
(Figure 6). Peer relationships were classed under a banner of ‘created social networks’ 
i.e. those which would not otherwise exist if not the individual was not a member of a 
specific healthcare community. The classification also draws a distinction between 
those providing social support but with extensive training (paraprofessionals) as 
opposed to those who are relying on a shared personal experience with others. It also 
classifes shared experiences in individuals’ personal lives versus health lives as 
different types of support although both under the banner of ‘peer support’. 
 
Figure 6. Social Relationships Classification (Dennis, 2003, p. 322) 
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The most comprehensive exploration of what encapsulates a ‘peer’ within the peer 
support banner was conducted by Faulkner and Kalathil (2012). The authors examined 
peer support in the context of mental health specifically. They surveyed 44 
representatives of providers or receivers of peer support in order to gather insight into 
clinically relevant characteristics of a peer and what constitutes peer support. The 
paper reported themes around shared understanding of the condition and its 
management as being important in terms of being classed as a peer. This may be of 
particular importance in the context of mental health where there is particular variance 
and controversy around the understanding and management of mental distress. 
Nevertheless the authors highlight the idiosyncrasies in experiences of all healthcare 
users which can be glossed over when facilitating peer support as sharing a condition 
does not necessarily tally with a shared experience. The authors also point to the 
importance of shared demographic characteristics being importance to over half (55%) 
of respondents, such as gender, ethnicity and age.  
 
The open definition of a peer, leaves room for interpretation in terms of individual peer 
support provisions. However, one factor that is clearly acts to distinguish a ‘peer’ is the 
element of lived experience rather than just experience of working with a health 
condition. In the health care system, whilst a professional or carer may have experience 
of a condition they could not act as a peer if as they do not have lived experience of that 
condition. Similarly, a service user could not act as a peer to support a professional as 
their lived experience is different again (Faulkner and Kalathil, 2012; National Voices, 
2015; Repper & Carter, 2011). This emphasis on lived experience means that carers or 
family members can also be conceptualised as providers of peer support, as carers can 
act as peers to one another just as service users can (as shown in the systematic review 
literature, section 1.9). 
 
1.14.2 Peer Support: Empirical Evidence 
  1.14.2.1 Use in Paediatrics 
The evidence for the application of peer support in wider paediatric services reflect the 
results of the systemic review of psychological interventions for parents of children 
with T1DM (section 1.9). A systematic review of peer support interventions for parents 
of CWCC was recently carried out (Shilling et al., 2013).  The quantitative papers 
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revealed positive experiences from those receiving the support as well as positive 
impacts of psychological health and family function. Qualitative papers reflected similar 
positive results in terms of personal growth from the parents’ point of view. They also 
revealed similar results to Newell and Hahessy (2013) and Rearick et al. (2011) relating 
to the shared identity of being support by someone in a similar situation and the 
normalisation and validation that provided. However, there were also reflections on the 
difficulties of such support. Although no studies reported a negative impact of support, 
there were reports of a lack of impact. Factors such parents not prioritised their own 
psychological wellbeing, a lack of personal drive to access support and a lack of 
personal connection, were important barriers to utilisation and impact of support. 
Overall, the Shilling et al.’s review illustrated the quantitative results as being mixed 
compared to the more positive qualitative results. The disparity may indicate that thus 
far the quantitative results are not tapping into the true impact of the interventions 
from the participants’ point of view. 
 
The qualitative and quantitative results reveal promising results of peer support from 
the supported parents’ point of view. Insight has also been gathered into the supporting 
parents’ perspectives. Sullivan-Bolyai and Lee (2011) interviewed parents who were 
supporting parents of newly diagnosed T1DM children. Their results revealed the 
participants to be providing informational, affirmational and emotional support for 
parents, in line with Sullivan-Bolyai et al., (2004)’s intervention model. There were also 
reflections about the benefits for the supporting parents of being trained alongside 
other parents which allowed for informal support between them. In terms of the impact 
supporting another parent had on them, participants spoke of the empowerment and 
personal growth they experienced from being able to support others.  
 
  1.14.2.2 Use in Adult Services 
The use of peer support interventions in adult services has grown substantially over the 
last two decades which culminated in the World Health Organisation launching a 
consultation into the efficacy and application of such interventions amongst adults with 
Diabetes (WHO, 2008). This has resulted in the formation of ‘Peers for Progress’, an 
organisation which seeks to gather evidence of peer interventions to inform future 
research and provision of services across health conditions. The largest amount of peer 
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support research has been conducted with the diabetes population, which is 
understandable considering it was research in this area which ignited the WHO’s 
interest in the subject. Recent reviews have continued to illustrate the positive impact 
peer interactions can provide in diabetes. Dale et al. (2012) reviewed 25 studies of peer 
support for adults with diabetes. Whilst medical outcomes were the most consistently 
measured (e.g. glycaemic control in 14 trials), it was psychological outcomes which 
showed the most consistent positive outcomes. In terms of the physical outcomes 
measured across papers, significant changes were reported in only 25% of the 
measures. Significant changes in psychological outcomes were however reported in 
72% of the measures. It was also highlighted that modality or type of peer support did 
not have a significant impact on physical or psychosocial outcomes.  
 
Beyond its use in diabetes, National Voice (2015) completed a systematic review of 524 
outcome studies of peer interventions across physical and mental health conditions and 
delivered to service users, carers or wider family. The most consistent findings were in 
peer interventions aimed at providing education, social and emotional support, 
compared to much a less consistent impact on health outcomes or behaviours. The 
reviewers also highlighted that the research in this area was problematic in terms of the 
methodological rigour, with only 17% of papers included being reviews or randomised 
trials.  
 
Peers for Progress also funded a global systematic review of peer interventions in 
broader physical health conditions (Elstad et al., 2010). The review included 40 papers 
from 8 countries examining use of peer interventions for a variety of health behaviours 
or conditions. Thirty three papers reported modest or strong evidence of positive 
outcomes in terms of physical or psychological outcomes. Peer interventions have also 
been developed for use with service users of mental health care. Repper and Carter 
(2011)’s systematic review of peer support for mental health service users presents a 
less clear picture of impact on mental health ‘symptoms’ as would be measured in 
physical health services. It did however highlight the positive impact on a wider range 
of psychosocial outcomes: ‘PSWs (peer support workers) appear to be able to do more 
successfully than professionally qualified staff is to promote hope and belief in the 
possibility of recovery; empowerment and increased self-esteem, self-efficacy and self-
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management of difficulties and social inclusion, engagement and increased social 
networks’ (p. 400). Outside of the healthcare system there is also growing evidence for 
the use of peer support in schools and the workplace as a means of fostering positive 
educational and professional development (Sykes et al., 2009; Visser, 2004).  
 
There is also qualitative evidence which predominantly examines the experiences of 
accessing peer support (Glenton et al., 2011). Whilst there have been a significant 
number of qualitative papers, there have been relatively few review papers across 
disease categories. However, two large review studies have recently been published; 
one examining peer support for chronic health conditions in adults and the other for 
mental health.  
 
Embuldeniya et al. (2013)’s review of peer support with service users and carers of 
chronic health conditions found a number of themes across the 25 papers included. The 
number of qualitative papers enabled a rich insight to be gained into the experiences 
and impact of such interventions. Themes during the intervention emerged as a ‘sense 
of connection’, ‘experiential knowledge’ ‘finding meaning’ and (reduced) ‘isolation’. 
Such themes may be more challenging to assess using quantitative means but reflect the 
depth of connection between peers. In terms of the impact of the peer support, themes 
emerged around changing participants’ outlooks to be more positive and positive 
impact on health related knowledge and behaviour.  
 
From the peer mentors’ points of views positive themes emerged around the reciprocity 
of the role in that they felt they had gained from support as well as more general role 
satisfaction in supporting others. However, some negative themes emerged, which are 
not reflected in the quantitative data. The theme of ‘emotional entanglement’ emerged 
from peer mentor data, representing the consequences of the emotional and 
experiential closeness to the mentees: ‘a mentee’s personal or health problems became 
overwhelming and placed the mentor’s well-being at risk; when mentors revisited 
negative emotions related to their personal experiences; when relational boundaries 
became blurred; and when severing peer relationships led to a sense of loss’ (p. 9). 
Other negative elements emerged, particularly if a peer is in a negative emotional state 
and which created a negative dynamic for others, particularly in a group setting. 
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The themes from peer support with mental health service users was slightly different in 
that it reflected the journey towards recovery which those affected by chronic health 
conditions may not have available to them (Walker & Bryant, 2013). As such themes 
around role modelling and fostering hope were prominent across papers. The lack of 
professional distance meant that greater meaning could be gained for those accessing 
the support. However, there were also reflections that their identity as a previous 
service user was enduring and therefore were perceived as not capable of offering 
sufficient support.  
 
1.14.3 Peer Support: Theoretical Underpinning 
The establishment of a theoretical basis to frame the empirical findings for peer 
interventions has been problematic as ‘The literature on peer-related health 
interventions is largely atheoretical’ (Simoni et al., 2011, p. 353). More recent review 
papers have therefore attempted to hypothesise the theoretical basis behind the 
mechanism and impact of such interventions.  Dennis (2003) attempted to theorise the 
positive findings about the impact of peer interventions in a healthcare setting. Dennis 
hypothesised that there may be three modes of action by which peer interventions 
bring about a positive effect: 
 
 1. Direct Effect 
The direct effect model hypothesises that peer support has a direct impact on physical 
and emotional outcomes. Within this model Dennis highlights a number of modes of 
action. In terms of emotional outcomes the peer support provides opportunities for 
social integration which may have otherwise been lost due to the impact of the physical 
condition. It therefore decreases feelings of isolation which could hamper emotional 
wellbeing. A further mechanism is that it provides a source of information beyond that 
of the medical and allied health professionals, which aids the day to day management of 
the challenge being faced.  
 
 2. Buffering Effect 
The buffering effect model hypothesising that peer support acts as a buffer between the 
individual and the negative effects of a physical health condition. Dennis (2003) refers 
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to Lazurus and Folkman (1984)’s model of stress and coping to explain the impact of 
peer support in terms of coping with the implications of health conditions. Lazurus and 
Folkman discuss the problem and emotion solving skills that are needed to cope with 
stressors. It is these emotional and problem coping skills that Dennis hypothesising 
peer support provides by reducing perceived harm, enhancing coping skills, reducing 
blame and decreased maladaptive coping skills via the examples from lived experience.   
 
 3. Mediating Effect 
The mediating effect model hypothesising that peer support serves to positively impact 
health via improvement in emotions, behaviours and cognitions. Dennis highlights one 
example of influencing self efficacy through peer support using the social cognitive 
theory (Bandura, 1986). Perceived self-efficacy affects an individual’s thoughts and 
behaviours. Highly – efficacious individuals are therefore more likely to hone 
behaviours due to factors such as greater initiative and perseverance. The mediating 
effect of peer support therefore acts to ‘modify an individual’s self-efficacy through 
influencing these sources of self-efficacy information’ (Dennis, 2003, p. 327). The 
position of a peer results in the person feeling more able to reach a higher level of self-
efficacy as they witness someone else in the same or similar situation achieving positive 
outcomes.  
 
Simoni et al. (2011) expanded on Dennis (2003)’s theoretical ideas in terms of the 
mechanism of peer support impact. Simoni et al. separated the impact made by peer 
support into four modes of support offered: education, social support, social norms and 
self-efficacy.  
 
 1. Education  
Simoni et al. (2011) refer to Dynamic Social Impact Theory (DSIT) to understand the 
impact of education based peer support. DSIT proposes that communication has the 
potential to increase an ‘individual’s likelihood of changing behavior if the 
communicator is similar and credible; the communication is socially, physically, 
or temporally immediate; and there are multiple persuasive change agents 
communicating about a new practice’ (p. 354). Simoni et al. therefore proposes that a 
peer fills this criteria and is therefore more prone to have an impact on behaviour than 
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other stake holders. Simoni et al. also refers to social comparison theories (Festinger, 
1954) that propose social interactions have three purposes: self evaluation, self 
enhancement and self improvement. Positive peer interactions can serve all three 
purposes in a meaningful way due to the social proximity which would maximise 
positive change, if the peer is a positive presence. 
 
 2. Social Support 
Simoni et al. (2011) refer to Lazarus and Folkman (1984) stress and coping model, in a 
similar way to Dennis (2003) to explain the social support impact of peer interaction. 
Simoni et al. point specifically to the informational, instrumental and emotional support 
provided by peers which develops new and evolving ways of coping with stress from a 
point of view of lived experience. 
 
  3. Social Norms 
Simoni et al. discuss the use of peer interventions to change or enhance behaviours in a 
healthcare context. They refer to ‘diffusions of innovations theory’ (Rogers, 1995) which 
proposes that change is most likely brought about when it is ‘congruent with existing 
practices, advocated by trustworthy change agents and already accepted by key opinion 
leaders’ (p. 355). In this way peer modelling is primed to fulfil these characteristics and 
therefore could explain the impact formal or informal peer modelling rather than 
professional guidance can have a significant impact on behaviour.  
 
 4. Self-efficacy 
Simoni et al. discuss similar theoretical frameworks to Dennis in terms of theorising the 
impact on self-efficacy. They refer to social cognitive theory (SCT) but discuss the 
specific mechanism which may enhance self-efficacy amongst peers to a greater extent 
rather than professionals: ‘SCT proposes that self-efficacy develops through mastery 
experiences, vicarious or observational learning, and social persuasion, each of which is 
amenable to peer approaches’ (p. 356).  
 
The theoretical frameworks discussed provide a synthesis of evidence in terms of 
mechanism underlying the impact of peer interactions. The combination of a shared 
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position and shared experience provide a basis for a myriad of positive consequences 
for such interventions. 
 
1.15 Study Aims 
 
The aim of the current study is to expand the understanding of the impact of peer 
mentoring for parents of children with T1DM. Sullivan-Bolyai et al (2004, 2010, 2011) 
and Rearick et al. (2011) have established some promising results in terms of the effect 
of such interventions. However, the results indicate that the intervention has failed to 
consistently deliver the positive outcomes.   
 
The current study will therefore investigate the experience of peer mentoring from both 
the newly diagnosed parents’ and the mentors’ perspectives, using qualitative methods. 
The peer mentor programme that the parents engaged with is the first of its kind in the 
UK. Previous qualitative studies of parents on either side of the mentoring dyad have 
been reported previously by Rearick et al. (2011) and Sullivan-Bolyai and Lee (2011). It 
is hoped that this in depth analysis of both mentor and mentee experience will provide 
deeper insight into the impact of such interventions to inform the provision of future 
support for parents for T1DM parents.  
 
The present study therefore has two primary aims: 
1. To provide insight into the experience of parents who access peer mentoring 
following their child’s diagnosis of T1DM  
2. To provide insight into the experience of providing support as a parent of a child 
with T1DM to parents of a child with newly diagnosed T1DM. 
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Chapter 2 
Methodology 
 
2.  Chapter 2 Overview 
Chapter 2 will outline the aims of the research and the research questions. An overview 
of the qualitative methodology, the rationale for taking this approach and the steps 
taken to ensure the quality of the research are described. The specific methods for the 
current research are then detailed including ethical considerations, sampling and 
recruitment of participants, written materials, data collection procedure and analysis 
process. 
 
2.1  Aims & Research Questions 
 
The present research is the qualitative arm of a broader study: ‘Parents: Listen, 
Understand, Support’ (PLUS). The PLUS project piloted a parent to parent mentoring 
programme in which experienced parents offered support to parents of children with 
newly diagnosed type 1 diabetes, based on Sullivan-Bolyai et al. (2004, 2010, 2011)’s 
work. Link Parents with more than two years’ experience of parenting a child with type 
1 diabetes were recruited to support Recipient Parents of children with newly 
diagnosed type 1 diabetes. The support moves beyond that of informal support which 
parents of children with chronic conditions often offer to one another. The project 
context provides structure and training for the support whilst maintaining the lived 
experience-based expert aspect of parent to parent support (Sullivan-Bolyai et al., 
2004). In the PLUS project the Link Parents were provided with training and support in 
mentoring the Recipient Parents (Appendix VII) within a six month time frame in which 
to offer the support. Pre and post quantitative measures were included in the pilot 
project to evaluate outcomes of the intervention however these will not be reported in 
this qualitative study.  
 
The aim of this study is to explore the experiences of both the Link Parents and 
Recipient Parents within the PLUS project. A qualitative methodology was adopted to 
enable in depth insight into the experiences of participants who have taken part in the 
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project which is the first known adaptation in the UK of the US support programme 
reported by Sullivan Bolyai et al. (2004, 2010, 2011).  
The specific research questions for the Link Parents and Recipient Parents are detailed 
below: 
Recipient Parents: 
Why did they want support in the context of their child’s diagnosis? 
What was their experience of receiving that support? 
What was their experience of the impact of the support? 
 Link Parents: 
Why did they want to support other parents? 
What was their experience of preparing to support another parent? 
What was their experience of supporting another parent? 
What was the impact of providing that support on themselves and the Recipient Parent? 
 
2.2  Overview of Qualitative Methodology 
 
The systematic review detailed in chapter 1, illustrated that quantitative methods are 
most often used for the evaluation of interventions. However, for the present study, a 
qualitative methodology has been adopted. Quantitative and qualitative studies differ 
from an epistemological perspective. Quantitative research holds a positivist position, 
rooted in a belief that there is truth and falsehood and therefore research aims to find 
truth (Richardson, 1996). Qualitative methodologies on the other hand stem from an 
interpretativist position which emphasises the layer of interpretation and are therefore 
subjective (Richardson, 1996). Quantitative and qualitative methodologies therefore 
differ in their aims, whereas a quantitative study may aim to determine if an 
intervention is effective, a qualitative study may aim to gain insight into the 
experiences, interpretations or perspectives of those who received the intervention. 
The literature review revealed how challenging it is to ascertain the impact of 
interventions for parents via quantitative methods. Qualitative methodologies have 
been used sparsely but have provided different insight into the perspective of 
participants, in their own words. 
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Besides the epistemological differences qualitative methods also allow the collection 
and analysis of a rich data set which can enable insight into a new or emerging field of 
interest (Roberts & Ilardi, 2005). The experiences of participants who have provided or 
received this specific type of peer support in the context of T1DM has not been explored 
in the UK before and would therefore benefit from qualitative exploration. Furthermore, 
qualitative methodology ‘explored the textured meanings and subjective interpretations 
of a fluid, uncertain world’ (Finlay, 2011; p. 6). It was therefore felt that exploration of 
participants’ experiences through flexible and open qualitative methods would allow a 
greater insight into the phenomena of their experience, compared to the restrictive field 
of enquiry within quantitative methods. Furthermore, the impact of therapeutic 
interventions are often underestimated by quantitative methods (Finlay, 2011). 
Qualitative methodologies allow for greater responsiveness to the participants’ lived 
experience. This is particularly important when the outcome variable of the 
intervention is unclear as it appears to be in peer support and is often the case in an 
emerging field (Creswell, 2013).  
 
2.2.1 Justification of Specific Qualitative Methodology 
Interpretative phenomenological analysis (IPA) was used to analyse the data. ‘IPA is a 
qualitative research approach committed to the examination of how people make sense 
of their major life experiences’ (Smith et al., 2009, p. 1). IPA is therefore viewed as 
having a duel commitment to ‘giving voice’ and ‘making sense’ of participants’ 
experiences (Larkin et al., 2006). IPA is most often utilised when a significant 
experience has occurred which is removed from normal experience or leads to a 
different experience of everyday events. The approach aims to stay close to the 
experience at the core of enquiry rather than forcing them into highly abstract or rigid 
constructs (Smith et al., 2009).   
 
This approach was taken in this study for a number of reasons. Firstly, the aim of IPA is 
to gain insight into the experiences of participants (phenomenological) and how they 
makes sense of these experiences (interpretative) which fits with our aims to 
understand the experiences of the parents. Secondly, IPA is designed for use with a 
homogenous group with shared experiences. Both Recipient and Link Parents share the 
experience of living with a child with type 1 diabetes as well as the experience of being 
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involved on either side of the support within the project. Thirdly, the method places the 
importance of reflexive positioning as central to the process of analysis. This seems 
particularly important as the researcher has experience of working with children with 
type 1 diabetes and currently works in a broader child health service, therefore the 
active consideration of the position held by the researcher and its influence is crucial. 
Furthermore, this qualitative study is part of a broader research project which includes 
quantitative data. Although the qualitative research has been conducted separately, 
consideration of the interaction between the two arms of the wider research project is 
important. Finally, IPA was originally developed in healthcare context with research 
into the experiences of patients which maps well onto the context of the current 
research.  
 
2.3  Interpretative Phenomenological Analysis (IPA) 
 
IPA draws on three conceptual philosophical areas: phenomenology, hermeneutics and 
idiography. They will each be explored below.  
 
2.3.1 Phenomenology 
Phenomenology refers to the study of experience. The field of phenomenology is broad 
and differing in points of emphasis, however there is a shared interest in understanding 
what matters to human beings within their experience. Furthermore, phenomenologists 
may extend their interest to how people comprehend their experiences (Smith et al., 
2009). 
 
Within the field of phenomenology there are four prominent theorists who have 
contributed to ideas in this area. At its origins, philosopher Edmond Husserl developed 
ideas regarding the examination of experience. His interest lay in how a human being 
could truly know their own experience in ways which would allow the identification of 
critical qualities of the experience (Husserl, 1927). He emphasised the need to put aside 
our ‘natural attitude’ and adopt a ‘phenomenological attitude’. In order to do this we 
must place our perception of the experience itself at focus of the inquiry. This involves 
taking a reflexive stance: ‘we need to bracket, or put to one side, the taken-for-granted 
world in order to concentrate on our perception of that world’ (Smith et al., 2009, p.13). 
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Martin Heidegger built on Husserl’s ideas by noting that our interpretations of the 
world are central to our experience. Heidegger referred to intersubjectivity of our 
relationship to the world, in that we are not and never can be separate but will always 
be an involved participant in our world (Rennie, 2009). Larkin et al (2006) summarised 
Heidegger’s central idea: ‘It is a mistake to believe that we can occasionally choose to 
take up a relationship with the various somatic and semantic objects that ‘make up’ our 
world, because such relatedness is a fundamental part of our constitution’ (p. 106).   
 
Merleau-Ponty further developed ideas regarding our interaction with experience 
further. He described humans as ‘body subjects’, in that our bodies are not passive 
beings in the world but our vehicle for interacting with it (Merleau-Ponty, 1962). He 
argued that we see ourselves as different from the world around us and that our 
perception or interaction with others is shaped by our position of physical and 
psychological difference (Smith et al., 2009). Finally, Satre extended Heidegger’s ideas 
about our interactions of the world to the importance of our social interactions. He 
theorised about the importance of our interpersonal relationships and their influence 
on our expectations and experiences (Smith et al., 2009). Satre described our existence 
as an ongoing process of becoming rather than being and at the centre of the process of 
becoming is our interactions and relationships with others. In terms of IPA this 
emphasis on the relationships at the centre of experiences is important as relationships 
in human research are so dominant.  
 
2.3.2 Hermeneutics 
Hermeneutics is the theory of interpretation. In Heidegger’s work on phenomenology 
the issue of interpretation was present but not explicitly noted. In his early work he 
argued we are always participants not passive observers in the world. Later he wrote 
about the inevitable influence of our past experiences/assumptions on our experience 
of new stimuli (Heidegger, 1962). Importantly for IPA this binds together experience 
and interpretation resulting in phenomenology being inherently bound by 
interpretation.  
 
Hermeneutics is extended further by the idea of a hermeneutic circle. A hermeneutic 
circle refers to circular relationship between the part and the whole of any stimulus. For 
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example, a word in a sentence is understood through the context of the whole sentence 
but likewise the whole sentence can only be understood through understanding each 
individual word. This is an important consideration for the analysis of research data as 
‘the interpretation of this piece of text is seen within the context of the reader’s history 
of textual interpretation, and that history is changed by the encounter with this new 
piece of text’ (Smith et al., 2009, p.28).  
 
Research using IPA also involves a ‘double hermeneutic’ process (Smith & Osborn, 
2007). The participant is making sense of their experience whilst the researcher makes 
sense of the participant. The researcher and participant therefore appear somewhat 
alike in that they are both making sense of a phenomenon. However, the participant can 
be seen as making first order interpretations as it is their experience at the centre and 
the researcher makes second order interpretations of the participant’s interpretations 
(Smith et al., 2009). A further aspect of the double hermeneutic process within IPA is 
the approach the researcher adopts in terms of their interpretation. Larkin et al. (2006) 
notes that it is possible for a researcher to enter a participant’s experience from many 
angles, all of which are valid as long as they remain grounded in the participants’ 
account. During the process the researcher attempts to balance Ricoeur (1970)’s 
hermeneutics of suspicion (an attempts to recreate the participant’s experience, on its 
own terms) versus hermeneutics of suspicion (utilising external theoretical frameworks 
to interpret the experience). The process of bracketing, which seeks to explore the 
position of the researcher in relation to the research area is a useful way of 
contextualises the researcher’s positon. Bracketing therefore enables greater insight 
into the origins and drives behind interpretations and therefore helps the reader to 
form their own interpretation of the results.  
 
2.3.3 Idiography 
IPA’s idiographic approach refers to its concern with the particular as opposed to the 
general. It is a departure from approaches aiming to extrapolate findings to wider 
groups or populations. IPA’s idiographic approach functions at two levels. Firstly, the 
level of depth and detail attended to within the analysis process. Secondly, it is 
concerned with particular events in particular contexts occurring with particular people 
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rather than seeking widely held experiences amongst a broad spectrum of people 
(Smith et al., 2009).  
 
2.4 Ensuring Quality in an IPA Study 
 
Assessing quality of qualitative research has been the subject of much debate. The 
desire to establish and assess credibility amongst qualitative research has led to the 
development of numerous quality assessment guidelines (Elliott et al., 1999). However, 
their often prescriptive nature can detract from the need to remain grounded in human 
experience at the heart of qualitative psychology research. Elliott et al.’s paper offer 
broad guidelines which can be applied across research areas and used in flexible way. 
The guidelines will therefore be used as a framework for ensuring quality within the 
present research: 
 
2.4.1. Owning One’s Perspective 
Qualitative researchers should aim to identify their own values, ideas and experiences 
relevant to the subject matter they are investigating. Mindfulness of one’s perspective 
helps the researcher to consider their approach to data and the impact they may have 
on the perception and understanding of data. Stating the researcher’s perspective also 
allows the reader to frame the results in the context of the researcher perspective and 
consider other interpretations (Elliot et al., 1999).  
 
In the current research, identifying and acknowledging the researcher’s perspective 
was done in a number of ways across the timeframe of the research. A position 
statement was written to frame the researcher’s personal and professional position in 
regards to the research. A reflective diary was also kept throughout the research 
process which kept a record of the evolution of the researcher’s perspective (Appendix 
VIII). A bracketing interview was also used as a means of enhancing reflexivity through 
discussion of the researcher’s position with a peer. The discussion allows deeper 
reflection and the possibility of uncovering unconscious thoughts or values which may 
be relevant to the research. The role of the interview is to facilitate and provoke 
reflection beyond that which has arisen through the reflective diary (Rolls & Relf, 2006). 
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  2.4.1.1 Position Statement 
I am a white British female age 26 years old. I am younger than all participants within 
the study. I grew up in north east England but my family now live near the border of 
north Wales. At the time of collecting data I was living in Cardiff and was working in the 
geographical area many of the participants were from which allowed me some insight 
into the culture of this area.   
 
I grew up with my biological parents, my sister (18 months my junior) and my brother 
(seven years my junior). My maternal Aunt and her husband both died when I was 11. 
Their two daughters (my cousins) have since become part of our family and I consider 
them to be my adopted sisters. This has shaped my ideas about family protecting and 
caring for each other in times of crisis. It has also highlighted the gulf an absent 
parent(s) can leave in an individual’s ability to cope with adversity, especially when 
dealing with difficult life transitions.  
 
There were no significant physical health problems in my family growing up. However, I 
experienced significant mental health difficulties as a teenager for which I received two 
years of psychiatric intervention and have been in recovery for the decade since. This 
had a profound effect on my family, particularly my relationship with my mother. We 
were in battle for several years either side of my diagnosis and intervention. These 
experiences had an important formative effect on my interest in the functioning of 
families particularly when a family member is psychologically distressed. Such 
experiences have had an impact on my ideas about maternal responsibility to protect 
and fight for the wellbeing of their child, a fight many of the participants were 
undertaking against the threat of diabetes to their child. It has also impacted on my 
ideas about the relatively passive role fathers may take in this domain. However, this 
view has shifted more recently as my peers are starting to have children and I am 
witnessing the greater role many of my male friends have in parenting their children 
compared to my parents’ generation. The bracketing interview also led me to reflect on 
my experience of maternal desire to protect the individual child when they are 
vulnerable, compared to paternal emphasis on protecting the family unit and their 
quality of life.  
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During the development of questions for the project one of my adopted sisters gave 
birth to a baby with Epidermolysis bullosa. It is a rare inherited skin condition which 
causes skin to blister with only slight touch or friction. The condition threatened his life 
initially however he survived but will require lifelong management of infection and 
pain. Witnessing the distress caused by having a child with additional physical needs 
increased my level of empathy for participants and their families. It also altered my 
perspective on families who chose not to access support, as my sister did not accept the 
support from other parents that was offered. She feared it would trigger worries for the 
future and she wanted to live in the moment with her child. This was a perspective I had 
not considered and I was mindful of being drawn to elements within the transcripts 
which alluded to negative elements of being supported by other parents.  
 
I am currently in my final year of clinical psychology training. As such I believe strongly 
in the power of psychological support being helpful in times of distress. I am therefore 
perhaps more likely to attend to positive reports of the impact of support as it fits with 
my value system in terms of how people should cope. My current placement is in 
children’s cancer services in Cardiff. The service provides psychological support for 
children and young people (0-25 years old) and their families being treated or in 
remission from cancer. The experience has impacted on my understanding of what 
families can cope with. Families have often described finding normality even with 
something as life-altering as cancer. This theme of adaptation is something that has 
come through many of the participants’ accounts as well. I have also been mindful of the 
timing of my analysis sessions in terms of my work in cancer. I found it affected my 
perception of what can cause distress. Diabetes, though incredibly threatening to the 
wellbeing and physical health of children, sometimes appeared less significant when 
compared to the families I worked with who were on the cusp of losing their child or 
had lost their child to cancer.  I therefore made efforts to put distance between the two 
parts of my working week to reduce their impact on each other.  
  
I chose to undertake this research because I am interested in working with children and 
families. The project was part of an already established broader research study which 
was also attractive as I was aware of the difficulties previous doctoral students had in 
balancing clinical work and finding participants in their final year. The bracketing 
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interview led me to reflect on my initial attitude towards the impact of diabetes. 
Previous clinical work had led me to work with teenagers with diabetes but rarely with 
the broader family. This, coupled with a lack of insight into day to day life with type 1 
diabetes, contributed to my underestimation of the impact of diabetes for the wider 
family. However, this perspective changed as soon as I began to explore living with type 
1 diabetes in preparation for undertaking the research and continued to change as I 
undertook the interviews.  
 
I have been supervised in this research by the PLUS project lead, Dr Sue Channon, who 
is also my line manager. In the bracketing interview, we discussed how the combination 
of the supervisory relationship and Dr Channon’s personal investment in the project 
could have impact on how I view the data. There may have been a tendency to read into 
positive elements of the data and place less emphasis on negative elements, for fear of 
damaging our relationship. I feel that mine and Dr Channon’s desire to engage with the 
data in meaningful way has been paramount over finding positive results, nonetheless 
this has been raised and discussed throughout the research process.  
 
2.4.2 Situating the Sample 
Situating the sample refers to the researcher providing information regarding the 
characteristics and circumstances of the participants. This enables the reader to assess 
the broader relevance of the findings. In the current research demographic and 
circumstantial information is provided in the participants section of this chapter and 
further information in chapter 3 (sections 2.5.6, 3.1 and 3.6). 
 
2.4.3 Grounding in Examples 
The researcher is required to provide examples illustrating the analytic process and the 
resulting themes. This enables the reader to assess the analysis and results and allows 
consideration of alternative interpretations and conclusions. In the current research, an 
example of coded text, illustrating the stages of analysis is provided (Appendix IX). In 
addition, themes developed have reported quotes attached to them to allow readers to 
assess the link between themes and original text.  
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2.4.4 Providing Credibility Checks   
The researcher is required to illustrate they have taken steps to assess the integrity of 
their themes and categories. Elliott et al. (1999) provide a number of means of 
credibility checking. The current research was credibility checked by the supervisor of 
the project via submission of draft results and communication through the analytic 
process. In addition, the results were reviewed by a clinical psychologist who does not 
work in child health and was not involved in the research project so could provide a 
credibility check from a third party point of view.  
 
2.4.5 Coherence 
The research should be presented in a manner that is coherent and clear. This should 
enable a reader to follow the narrative of the research through a clear and systemic 
presentation of results, whilst maintaining the nuance and detail of the original data. In 
the current research the results are presented in diagrammatic form at the start of the 
result section to frame the overall themes. Each theme and subtheme is then 
systematically explored with related quotes. A results draft was also submitted to the 
research supervisor to assess for coherence of the presentation of results.  
 
2.4.6 Accomplishing General vs. Specific Research Tasks 
Elliott et al. (2009) require the establishment of intent in terms of research task. The 
research may have an aim of establishing general understanding, thus a range of 
participants or experiences is required. Conversely, a researcher may aim to understand 
a specific individual or instance in which case a narrower field of enquiry is required. 
For the present research the aim was to understand the experiences of parents involved 
in parent to parent mentoring. The researcher therefore endeavoured to gather data 
from a range of parents being supported by or supporting parents.  
 
2.4.7 Resonating with Readers 
The final guideline was to produce results which resonated with the reader in a way 
that expands or enhances their existing understanding or insight into the phenomenon 
being investigated. Achieving such resonance in the present study was established 
through review of draft results by supervisors to assess their contribution and impact. 
In addition, the completion of a literature review, following the data analysis process 
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enabled a context for the results to relate to in terms of its contribution to the evidence 
base.  
 
2.5  Participants  
 
Participants were recruited from parents who took part in the PLUS project. The pool of 
participants for the wider PLUS project were drawn from three services within the 
Abertawe Bro Morgannwg University Health Board. The hospitals were chosen on the 
basis of mixed demographics and size of patient groups as well as not having any other 
research regarding families at the point of T1DM diagnosis. In order to protect the 
anonymity of participants the hospitals will be referred to as Hospital 1, 2 and 3. 
 
Two groups of participants were sampled from PLUS project pool of participants: the 
parents of newly diagnosed children who received support (Recipient Parents) and 
parents of children who were diagnosed 2 years ago or more, who provide the support 
(Link Parents).  
 
2.5.1 Inclusion Criteria 
The inclusion criteria for this study was any parent who had offered or received support 
as part of the PLUS project. However, prior to their inclusion in the PLUS project, 
participants were subject to broader inclusion criteria: 
 Link Parents who delivered the intervention were parents who had a child 
diagnosed with diabetes more than 2 years ago.  
 Recipient Parents were parents of children diagnosed with diabetes in the last 
six months including those diagnosed within the first six months of the study. 
 
2.5.2 Exclusion Criteria  
The exclusion criteria for the PLUS project was as follows: 
 Parents with learning difficulties who were unable to complete the outcome 
measures 
 Parents with a diagnosed psychiatric disorder who may have required more 
specialist support 
 Parents with children on the Social Services Department at risk register 
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 Parents who required an interpreter 
 
2.5.3 Recipient Parent Sampling  
Sampling for the broader PLUS project involved a list being compiled of families whose 
children were diagnosed within six months before the start of the study and who were 
eligible to participate. They were then contacted and provided with an information 
sheet (Appendix X) by the Paediatric Diabetes Specialist Nurses (PDSNs). This allowed 
the family to ask questions of their PDSN or the research team. If they were interested 
they contacted the research team for further information.  
 
All eligible families diagnosed within the first six months of the study were made aware 
of the study within a month of their child’s diagnosis. The timing of the introduction of 
the support followed two broad guidelines: 
- If a family had mentioned a desire to meet a family experienced with 
diabetes, then information about the project was provided. 
- If two weeks had passed without the family spontaneously mentioning the 
idea of meeting another family then the PDSN informed them of the study, 
provided an information sheet and answered any questions. 
 
Sampling for this study began at the end of the six month intervention period when a 
letter was sent informing them of the end of the contact. They were informed that a 
researcher would be in touch to arrange a follow up interview as per the initial 
information sheet (Appendix X). Following the receipt of this letter families were 
contacted to invite them to be interviewed about their experiences.  
 
2.5.4 Link Parent Sampling 
Potential Link Parents were identified by clinical staff at the three hospitals based on a 
list of qualities to be considered that had been drawn up by the research team with a 
Parents Advisory Group (Appendix XI). The clinical staff identified potential Link 
Parents and contacted them regarding the study. If the potential Link Parents expressed 
interest they were provided with an information sheet, including details of the 
researchers for them to contact if they wished to take part. Potential Link Parents then 
attended an information session or were seen individually by the research team, 
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following which they decided whether to consent to take part. Link Parents received 
training and supervision from the research team throughout the year-long study period.  
At the last meeting of the Link Parents with the PLUS research team they were 
reminded of the follow-up interview, given the researchers name, and told she would be 
in touch. For those Link Parents not at the meeting a follow-up letter was sent. 
(Appendix XII). Following the receipt of this letter families were contacted to invite 
them to be interviewed about their experiences.  
 
2.5.5 Parent Recruitment 
Nine Recipient Parents received support from a Link Parent. Five Recipient Parents 
agreed to be interviewed about their experiences of support. Eleven Link Parents were 
recruited to provide support, eight of whom were linked with Recipient Parents. Seven 
of the eight Link Parents who had provided support agreed to be interviewed. The three 
Link Parents who were not linked were also interviewed, but their data is not included 
in this study as the focus is on the experience of providing or receiving parent to parent 
support not the experience of being trained to do so or not being linked. 
  
2.5.6 Demographic Information 
2.5.6.1 Recipient Parents 
The sample included three women and two men. One participant was recruited from  
Hospital 2 and the remaining four were recruited from Hospital 1. The average age of 
their child at the point of diagnosis was 9.20 years (range, 6-12; SD 2.68). Their children 
were diagnosed between May 2012 and March 2013. Two of the Recipient Parents were 
seen as a couple by a Link Parent couple, the remaining three were supported one to 
one.  
 
  2.5.6.2 Link Parents 
The sample included five women and two men. Four participants were recruited from 
Hospital 3, two from Hospital 1 and one from Hospital 2. The average age of their child 
at the point of diagnosis was 8.29 years (range 1-15; SD 5.09). At the point of 
recruitment, the average years since their child was diagnosed was 5.14 (range 2-9; SD 
2.34). Two of the Link Parents offered support as a couple to a Recipient Parent couple, 
the remaining Link Parents offered one to one support. The support provided by the 
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Link Parents varied widely in both type and frequency of contact: the minimum being 
one phone call and two text messages, the maximum being four face-to-face meetings 
combined with regular text messages and contact via social media. The majority of Link 
Parents met face to face with their Recipient Parents. Two pairs did not meet face to 
face, one pair had four phone calls lasting up to an hour each whilst the other pair had 
one phone call of 15 minutes. 
 
2.6  Written Materials 
 
2.6.1 Information Sheet (Appendix X) 
An information sheet was provided once an interest in offering or receiving support was 
expressed by parents. Information sheets for both potential recipient and Link Parents 
outlined the following: the purpose of the study; why they have been invited; 
information regarding the voluntary nature of their involvement and their right to 
withdraw at anytime; what will happen if they agree to take part and what their 
involvement will entail; details of advantages and disadvantages of taking part; 
information about the procedure if anything goes wrong or there is a problem; details 
regarding confidentiality including situations where it may be broken; information 
about what will happen to data collected; details of the ethical review and approval; 
who is organising and funding the study, including who to contact for more information. 
The Link Parent information sheet also had information about claiming expenses 
incurred through their participation.  
 
2.6.2 Consent Form (Appendix XIII) 
After Link and Recipient Parents had read the information sheet and met with a 
researcher they signed a consent form. The consent form outlined the following: that 
the participant had read, understood and been given the option of discussing the 
contents of the information sheet; the participant understood that their participation 
was voluntary and they were free to withdraw at any time without any implications for 
themselves or their child; the participant agreed to take part in the study; the 
participant agreed to be contacted at the end of the study to take part in an interview 
regarding their experiences; the participant agreed for the interviews to be audio 
recorded and for the use of non-identifiable anonymised quotes in any publications. In 
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the Recipient Parent consent form it also sought consent for the parent’s GP to be 
informed of their participation. 
 
2.6.3 Semi-structured Interview (Appendix XIV) 
The aim of an IPA study is ‘facilitate an interaction which permits participants to tell 
their own stories, in their own words’ (Smith et al., 2009, p. 57). Semi-structured 
interviews are often the preferred collection method of choice (Reid et al., 2005). A semi 
structured format allows the researcher to frame the interview to ensure it taps into the 
experiences relevant to the research question whilst allowing a degree of flexibility to 
enable the greatest depth to be yielded (Smith et al., 2009). Throughout IPA there is a 
balance between holding the aims of the research in mind whilst being responsive to 
the experiences of participants during the interview (Smith & Osborn, 2007).  
 
Semi-structured interviews are not without difficulties however. Compared to 
structured interviews they provide less control for the researcher over the direction 
and course of the interview. This can result in data which is difficult to synthesise if the 
content of interviews varies significantly between participants. However, such 
complexity is the consequence of generating a rich data set which is more closely 
aligned to the participants’ experiences rather than the researchers preconceived 
beliefs (Smith & Osborn, 2007). 
 
Two semi structured interview schedules were developed for use in the present study, 
one for the Recipient Parents and one for the Link Parents. The questions were 
designed to follow the chronological order of their involvement and therefore provide a 
framework for their reflections. There are three broad time phases for both the 
Recipient and Link Parents of the experience prior, during and after the support was 
provided/received. For the Recipient Parent the time phases translated into a schedule 
which was based on five broad areas of experience: their child’s diagnosis; becoming 
involved with the project; the support they received; their relationship with the Link 
Parent; the impact of their involvement. Similarly, for the Link Parent schedule the time 
phases translated in a schedule based on five broad areas of experience: becoming 
involved with the project; the preparation for supporting others; the process of offering 
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support; the support offered; the impact of the support offered. Within both interview 
schedules each area had further questions to probe deeper if needed.   
 
The interview schedules were piloted with a Link Parent and a Recipient Parent. On the 
basis of the pilot the content of the questions remained the same but changes were 
made to the order of questions to match the process of support more closely.  In line 
with IPA methodology the research was flexible and responsive to content which the 
participants raised in each interview which was relevant to the other aims but did not 
follow the questions set. 
 
2.7  Ethical Considerations 
 
Ethical approval was granted by South East Wales Research Ethics Committee, Cardiff 
and Vale University Health Board Research and Development Department and 
Abertawe Bro Morgannwg University Health Board (Appendix XV).  
 
It was noted that the nature of the emotional content being discussed could trigger 
psychological distress in both Link and Recipient Parents. This possibility was made 
clear to participants prior to giving consent at the beginning of their involvement in the 
project. As mentioned previously further permission to proceed with the qualitative 
research element at the end of the project was gained before conducting the interview. 
In the event of concern about the emotional wellbeing of participants, advice would 
have been sought from the project lead Dr Sue Channon. Additional risks to the 
researcher of conducting interviews in participants’ home were also considered 
therefore Cardiff and Vale University Health Board lone worker guidelines were 
followed. 
 
2.8 Procedure 
 
2.8.1 Recruitment 
Participants were recruited from the existing pool of participants who were involved in 
the PLUS project. None of the existing participants stated that they did not wish to be 
interviewed therefore all Link and Recipient Parents were contacted. 
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2.8.2 Interview 
The interviews were undertaken in the participant’s homes. If both parents of a child 
were both involved in the project they were interviewed separately. Information sheets 
and consent forms had been completed prior to the interview. However, it was 
reiterated that they could stop the interview at any time and the contents of the 
interview would be anonymised and not fed back directly to the Link/Recipient Parent. 
If any issues with the project arose during the interview, participants were either asked 
at the end if they would like anything fed back directly to the project leads or 
encouraged to seek advice from the project leads directly.  
 
2.8.3 IPA Analysis 
The IPA literature highlights the degree of flexibility within the analytic process whilst 
the focus remains on ‘our participants’ attempts to make sense of their experiences’ 
(Smith et al., 2009, p.80).  Smith et al. have developed guidelines for the process of 
analysis which are designed to provide structure whilst enabling flexibility within 
analysis. Their guidelines have been used as blue print for analysis on the present data 
which comprised the following steps: 
 
Step 1: Reading and Re-reading 
The first step is designed to enable the researcher to become immersed in the story of 
the participant by repeated reading of the transcript. It aims to move the researcher 
away from a synopsis based approach and to place the voice of the participant at the 
centre of the analysis. In addition, listening to the original recording whilst reading 
helps to bring the story and participant to life. The process can also involve noting any 
ideas or thoughts that come to mind whilst reading the transcript. This can help to 
contain them and allow the focus to remain with the data. Repeated reading also 
enables the researcher to grasp the overall structure and pattern of the interview.  
 
Step 2: Initial Noting 
The second step aims to build on the familiarity already developed with the transcript. 
The researcher further develops any notes that have been written during step 1. 
However, the aim is to engage with the data at a descriptive level as well as the meaning 
underlying it. Smith et al. (2009) emphasis the need to avoid the superficial reading 
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which dominates our engagement with most text. The researcher should aim to engage 
with text at three levels to ensure the production of a rich set of notes/comments on the 
data.  
 i) Descriptive comments 
This level of analysis takes the text at face value and aims to describe the content. It 
helps the researcher to identify what is important to the participant such as particular 
people, places or events. It enables the researcher to position the participants’ 
experiences in terms of things which are important to them.  
ii) Linguistic comments 
The analyst should also attend to the use and meaning of language and how it relates to 
the narrative of the transcript. Particular features of the language may be attended to 
such as the rhythm of speech, pronoun use and repetition of particular words or 
phrases.  
 iii) Conceptual comments 
This level of analysis aims to attend to the transcript at an interpretative level. The 
analysis moves from what is being said to the meaning behind it and the overall view of 
the participant. This level of analysis is particularly prone to influence from the 
researcher’s own experiences and beliefs which should be noted and attended to. The 
researcher may begin to explore different interpretations as they move through the 
transcript. Through this process some interpretations will be reinforced by further 
reading whereas others will not. Throughout this process interpretations should be 
closely wedded to and inspired by the text rather than introduced from outside. 
 
Step 3: Developing Emergent Themes 
At step 3 the researcher has accumulated a detailed set of notes and comments and a 
familiarity with a transcript itself. The researcher then uses the detailed comments to 
explore emergent themes from the text. This process involves chunking the transcripts 
into discreet parts to identify emergent themes. Thus illustrating the hermeneutic circle 
at play as the transcript is separated into parts during analysis which then leads to new 
whole at the end of analysis. The development of themes involves the production of 
concise statements representing important elements of previous notes and comments. 
The themes should aim to ‘reflect a synergistic process of description and 
interpretation... should feel like they have captured and reflect an understanding’ 
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(Smith et al., 2009, p.92). Again the hermeneutic circle plays a part in that the 
researcher should aim to focus on each specific element of the transcript but will 
inevitably be influenced by their knowledge of the transcript as a whole.  
 
Step 4: Searching for Connections across Emergent Themes 
This step involves pulling together the themes and mapping them together. Smith et al. 
(2009) recommend creating a list of themes for the researcher to examine and look for 
themes, using the following strategies (at the researcher’s discretion): 
 Abstraction. This can be seen as basic form of connection themes as it looks to 
cluster themes on basis of similarities.  
 Subsumption. This is similar to the process of abstraction but instead of creating 
a new super-ordinate theme, a subtheme is used as a super-ordinate theme as it is seen 
to pull together other related themes. 
 Polarisation. This focuses on making connections based on differences stated 
around one point of interest.  
 Contextualisation. Connections are made on the basis of shared contextual or 
narrative elements such as around particular events or moments. 
 Numeration. The number of times a theme emerges may be attended as a 
possible marker of relative importance within the transcript.  
 Function. This relates to examination of themes based on their particular 
function within the transcript. It seeks to add a layer of interpretation to what the 
participant has stated for example extracted super-ordinate themes of emotion based 
on positive or negative presentation of themes. 
 
The researcher may experiment with different groups which may enable greater depth 
of analysis. Once the final connections have been made these should be summarised in 
tabular form to represent the super-ordinate/subordinate themes. The researcher 
should also record reflections about the process before proceeding to the next case. 
 
Step 5: Moving to the Next Case 
The researcher then moves onto the next case and repeats steps 1-4. Each transcript 
should be explored on its own terms, hence the importance of bracketing thoughts 
about the previous analysis. It is noted that there will be some influence between 
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transcripts however Smith et al. (2009) postulate that by following a set protocol 
treating each case as individually is enhanced. 
 
Step 6: Looking for Patterns across Cases 
Once step 1-4 have been completed for all participants the research moves to find 
patterns in themes across cases. The research should look for connections in themes 
and how the themes may relate or influence each other. This may involve relabelling or 
reconfiguring of themes in light of each other. The final super-ordinate and sub-ordinate 
themes are again presented in a systemic way to illustrate their connections.   
 
 
 
Chapter 3 - Results 
75 
 
Chapter 3 
Results 
 
3.  Chapter Overview  
 
Chapter 3 will present the results of the IPA analysis in two sections; one for the 
Recipient Parents and one for the Link Parents.  
 
3.1 Recipient Parents 
 
This section will detail the results for the five Recipient Parents. As described in the 
method section, the transcript for each participant was analysed individually. Following 
this the analyses were reviewed and important themes across cases were extracted. The 
themes have been organised into four super-ordinate themes, each with corresponding 
subordinate themes which are summarised in Figure 7. 
 
 
Figure 7. Recipient Parent super-ordinate and subordinate themes 
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Each super-ordinate and subordinate theme will be described and related to quotes 
from the interviews. Words which are added to quotes in order to enhance the clarity of 
the text or to remove identifiers will be in brackets. Sections of omitted text will be 
represented using ellipsis (...).  
 
As detailed in the chapter 2, the focus of the study is on the experience of parents who 
have been supported by experienced parents following their child’s diagnosis of type 1 
diabetes. Given the small sample from a small south Wales community, details about the 
parent pairings, date of diagnosis and clinic have not been reported in order to protect 
the anonymity of participants. The Recipient Parents’ pseudonyms and their child’s age 
at diagnosis are described in Table 4.  
 
Name Age of child at 
diagnosis  
Lucy 6 
Helen 8 
William 8 
Hannah 12 
James  12 
 
Table 4. Summary of Recipient Parents 
 
3.2  Super-ordinate Theme 1: Build up to and Initial Impact of Diagnosis  
 
All interviews started with a question about the process of diagnosis. The description 
the parents gave was often fact based initially. However, all participants naturally 
moved to reflect on the impact it had on all aspects of their lives and how they coped 
and adjusted to it. The impact was clearly important for all participants as they had 
subsequently signed up for support from other parents. Within the reflections regarding 
their experiences post diagnosis, four subordinate themes emerged: desire to protect 
your child; irreversible systemic change; coping with emotional impact of diagnosis; 
isolation of diagnosis.  
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3.2.1 Build up to and Initial Impact of Diagnosis Subordinate Theme 1: 
Questioning ability to protect your child 
To protect and keep your child safe is perhaps one of the most fundamental roles of a 
parent and one that is jeopardised by any ill health. Several parents described this as 
difficult to come to terms with following their child’s diagnosis. For some it stemmed 
from a degree of powerlessness during the lead up to diagnosis as they tried to find 
answers for their child’s deteriorating health. This was reflected in Helen’s account of 
her attempts to be heard by the doctors assessing her son: 
 
‘I said ‘I don’t know whether he has diabetes or not’ so I told them all the 
symptoms and they agreed that I should go see the out of hours doctor now. (I) 
took him… the doctor were quite, he was quite... ‘no... if he had diabetes you 
would know about it’... (Doctor) dipped his urine and remember turning to 
(Husband’s name) and saying ‘watch him now he’s (going to) change his tune’ 
and he (doctor) looked, I saw him looking. (He) took (son’s name)’s blood, it 
was so high, it didn’t register on the monitor, it just said high, so we had to rush 
him straight down…’ 
 
The issue of initially fighting to be heard appeared to be something that the mothers 
experienced more so than the fathers. The two Recipient Fathers did not describe the 
lead up to diagnosis in the same level of detail compared to the Recipient Mothers. 
Helen reflected on the possibility of different emotional processing between parents: 
 
‘I think with women it’s different being a mother. I think it’s terrible, but as a 
mother, men don’t show their emotions, not many men show their emotions 
anyway… with a mother it’s more… (it’s) inevitable but I think that would 
happen to most mothers...’ 
 
Hannah found that she also had to fight on behalf of her child to convince her partner 
before they could seek medical help. The relentlessness of the task was reflected in her 
use of direct speech as if she was reliving the conversations she had with her husband: 
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‘I kept saying to (husband’s name), there’s something wrong. (He said) ‘Oh 
she’s fine she just doing too much sport’ and then she was just, she was just 
seemed weak and she lost a lot of weight and she’s a very small child you see, 
she’s quite small and she lost too much weight for her size. So, on the Sunday 
she was drinking a lot of fluid and I said to (husband’s name) ‘That’s not 
normal’ so we took her to the doctors (on) Monday and I took a urine sample 
and he (doctor) said ‘she’s diabetic.’’ 
 
The participants’ desire to protect their children was further enhanced following the 
diagnosis as their child seems more vulnerable than ever. The impact of this was 
reflected in the emotive language and tone of the participants’ accounts. Lucy talked 
about the self blame she felt for any fluctuations in her daughter’s blood sugars. 
Furthermore she equated her perceived failure to control the diabetes with her abilities 
as a mother who could not care for her daughter: 
 
‘Like if (daughter)’s sugars are high I tend to blame myself even though 
sometimes if she gets a cold then they go up. But I sit there and blame myself: 
‘oh I’m doing it wrong, I’m not a good mum.’’ 
 
For Lucy this fear about her ability to protect her child led her to restrict her daughter’s 
activities because she was worried about herself and others’ ability to manage the 
diabetes: 
 
‘I don’t let her go out of my sight unless she’s at school whereas other people 
her age on our street like seven year olds, they’re playing out.’ 
 
Hannah discussed the shocking implications of diabetes dawning of the family soon 
after the diagnosis which is reflected in her use of powerful language (e.g. ‘Oh my god’). 
She too described an instinctive desire to protect their daughter physically and but also 
mentally: 
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‘At the beginning… you’re thinking ‘oh my God you just want to protect her’. 
And one day she’s (daughter) going to move out and she’s got to do it for 
herself so… that was hard accepting in the beginning... She gets upset now and 
again you’ve just got to keep ahead for her… you’ve got to. There’s nothing 
worse than if we all start falling apart.’ 
 
Other parents’ reflected a desire to protect their child which extended to a desire to 
shield their child from the reality of diabetes and absorb any worry on their child’s 
behalf. Perhaps this represents a limited confidence in managing their physical 
wellbeing and therefore focusing on emotional wellbeing. Helen described the regret 
she felt about wanting to shield her son from the implications of diabetes but not being 
able to: 
 
‘…for a fortnight after (son), even now he chews his sleeve and things, he’s like 
a mouse that’s been at his sleeve love him. It(‘s) down to anxiety because… I 
could remember the first few meetings we had with (the diabetic nurse) 
obviously she had to tell us if he collapses (recovery) position, emergency 
injection, 999 and things like that and nobody explained it to (son’s name). 
He(‘s) sitting there he’s hearing ‘999, emergency’ he thought he was going to 
die, for a fortnight (Helen starts to cry). It was really hard I just wish- we didn’t 
know he was taking it all but he sat on and that’s what I regret.’ 
  
3.2.2 Build up to and Initial Impact of Diagnosis Subordinate Theme 2: 
Irreversible systemic change 
The ‘irreversible systemic change’ subordinate theme relates to the realisation 
following the diagnosis of the lifelong implications of diabetes. The implications were 
not restricted to the child but were perceived to apply much more broadly to the lives of 
the family members and beyond. For all participants there was no history of type 1 
diabetes in the family so its sudden entrance made the adjustment even more 
challenging. William described the whirlwind journey from diagnosis to being expected 
to cope alone as a family: 
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‘…(We went) straight to (hospital) and he was diagnosed then and there, so 
that was how we found out… then he was let out and then it just turns 
everything upside down doesn’t it?  
 
For other parents the realisation of the long lasting irreversible nature of diabetes came  
later. As Lucy described it quite bluntly: ‘Basically it’s forever, isn’t it?’ Helen discussed 
her initial naivety and the comfort it gave her. Her use of repetition seems to reflect the 
degree of underestimation she initially made: 
 
‘… (From) my dealings with diabetics type 1…  I thought we just have to cut out 
his chocolate and things like that and he’ll have one injection a day, two (at) 
the most. How wrong was I, how wrong was I? When he was initially diagnosed 
we were upset, but no I think it hit us a couple of days later when we knew the 
extent of everything that it entailed so in the beginning in the initial 
diagnosis… (it) didn’t really phase as much we just thought get on with it, a 
couple of days later that’s (when) it sunk in.’ 
 
Participants also discussed the wider impact it had on their ‘normal’ lives and the sense 
that the change had been systemic rather than just related to the child. Helen talked 
about activities that would have been enjoyable for the family become transformed and 
a source of insurmountable anxiety: 
 
‘…it (was) five weeks after diagnosis… we were going (abroad), we were like 
shall we cancel it? What if we do… when we’re abroad it’s so new to us…’ 
 
The theme of systemic change was also reflected in the impact on familial relationships 
as family life shifts around diabetes. For some this was a positive shift where the 
parents worked together, however for others it was more difficult. Lucy, for example, 
was a single parent, therefore the changes in the family lifestyle were directed by her 
and had an impact on the relationship with her daughter: 
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‘...if (daughter)’s sugars are high at bedtime I think to myself what have you 
done wrong today?... But it ain’t always what I’ve done or what she’s done. She 
might not have snuck a sweet and that’s another one, I’m always trying to 
moan at her ‘oh you’ve snuck this’ and she’s ‘no I haven’t mum, I promise’ I’m 
always moaning at that one.’ 
 
Other parents described the impact it had on their parental relationship as they tried to 
adapt to the change. Hannah described the diabetes as putting a stress on the limits of 
what she and her partner could cope with but also relief when they worked together 
effectively: 
 
‘It was stressful in the beginning together, because it does put a strain on your 
marriage. But… we’re good, we’re quite close knit… her brother’s quite 
protective as well... he looks after her, he feels it for her you know.’ 
 
3.2.3 Build up to and Initial Impact of Diagnosis Subordinate Theme 3: 
Coping with the emotional impact of diagnosis 
The female participants discussed in detail their emotional response to their child’s 
diagnosis. Lucy’s emotional reaction was discussed at various stages of the interview 
and appeared to reflect how deeply it had affected her. However, relating back to the 
theme of the role of a parent to protect their child, Lucy feared the judgement of others 
if she showed her emotions: 
 
‘I went to the doctors I was really in a bad stage of depression. I was crying 
basically, all day every day whenever the children weren’t around… I would 
cry. And I didn’t want to go and talk to the nurse about it because I thought I’d 
be judged: ‘Oh she can’t cope with (daughter) or we going to have to take 
(daughter) off of her’ and whatever else.’ 
 
Lucy appeared to internalise the blame for her daughter’s ill health and its management 
which further reinforced her negative emotional reaction compared to other families 
who appeared to adapt to a greater degree. Helen described an initial calm before the 
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full emotional reaction hit her. Helen almost seemed to relive that realisation which is 
reflected in her emphatic use of language: 
 
‘When he was initially diagnosed we were upset, but… I think it hit us a couple 
of days later when we knew the extent of everything that it entailed. So, in the 
beginning in the initial diagnosis (it) didn’t really, didn’t really phase as much 
we just thought get on with it, a couple of days later that it sunk in. When the 
doctor said it’s four injections a day for the rest of his life, I said ‘What? Really!’ 
That was, yeah it was scary, horrific and our lives changed from then on...’ 
 
Comparatively the Recipient Fathers appeared to play down their emotional reaction, 
perhaps reflecting a genuine difference in response or because they did not feel 
comfortable sharing their emotional experience. William emphasized the need to adapt 
and move on rather than dwell on the experiences compared to his partner Helen: 
 
‘…you just got to try and, just go to try and get on with it… it was, it was 
upsetting but it was ok we got through it.’ 
 
James focused on the desire for knowledge and information as a means of coping. Again 
this may reflect a parental desire to protect and the need for knowledge in order to do 
that. James did acknowledge that it may have been an unusual reaction but that it felt 
right for him. This may reflect the different roles between him and his partner: 
 
‘I remember sitting at her (daughter) bedside reading you know all the 
information rather than probably… rather than sort of giving her (daughter) 
attention I was… all the information she had lying on her bed I was reading it 
all because I didn’t know anything about it. That’s my sort of first impressions 
of what happened… other than that you know you’re always worried when you 
see children ill but it was lack of knowledge.’ 
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3.2.4 Build up to and Initial Impact of Diagnosis Subordinate Theme 4: 
Isolation following diagnosis 
The participants all had intense medical support following the initial diagnosis but it 
was following discharge that theme four of the ‘isolation following diagnosis’ became 
apparent. Participants reflected on the realisation that they did not have the safety of 
the hospital and the care of their child was now their responsibility. The sense of sole 
responsibility was most evident for Lucy who was a single parent caring for her 
daughter leading to worry about her ability to fulfil that role: 
 
‘I found it hard to sleep at night in case she (daughter) doesn’t wake up… that’s 
my main one (worry)… her not waking up... (because) she’s going to go too low 
and then she goes into a diabetic coma and I’ll miss it.’ 
 
Helen echoed the feelings of vulnerability when she brought her son home especially in 
contrast to the care received in hospital. The curse word used to represent her and her 
partner’s mutual panic seems to speak to the level of vulnerability they felt: 
 
‘I think when your child is diagnosed you’re on your own, the nurses are 
brilliant, the doctors are all brilliant. Then you come home and you’re here you 
think ‘Oh Christ’, in different situations, like we’ve looked at each other and 
we’ve been like ‘What should we do, I don’t know. Do you know?’’ 
 
Participants moved onto discuss their perception of barriers to accessing medical staff. 
The barriers spoke less to the concrete availability of staff and more to the 
psychological barriers within parents. Some parents talked about not feeling able to 
contact their diabetic nurse about incidental worries: 
 
‘…you’re all over the place when you first find out and you know... so many 
questions in your head and you can ask (the diabetic nurse) all these questions 
but... it’s nice to speak to someone who has a child the same.’ 
 
Helen took this theme further in reflecting that the diabetic nurse could not understand 
their lived experience and therefore could not use it as a source of support: 
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‘I think that as a parent nobody knows how you feel, how your life is going to 
change. The doctors can tell you this… the nurses can, unless you (are) an 
actual parent living it nobody can comment like a parent can. Nobody can tell 
you the things that you (are) too frightened to ask the doctors and the nurses.’ 
 
The result of a lack of perceived support led some participants to find alternative 
sources of support, particularly through the internet. However, many reflected on it 
being a passable but not adequate source of support. William spoke of the possible 
dangers of accessing online support: 
 
‘I’d much rather preferred the face to face really, definitely, you wouldn’t know 
what these people (writing online posts)… now that I think back you know 
someone could write something on there (internet) and you don't really know 
what if they, if they mean it what they’re writing or you don’t know. Speaking 
to someone face to face… you know you’re having sincere information and 
advice.’ 
 
Furthermore, the potential dangers of accessing unfiltered information about the 
possible consequences of diabetes could have a substantial impact on the parent’s 
mental wellbeing. Hannah described the desire for information but the double edged 
sword of it provoking worries she hadn’t otherwise thought of: 
 
‘At the beginning you know you’re reading stuff on the diabetic website, 
hearing these things… what do you call it… shortage of life and if you don’t look 
after yourself. So all of that could get you apprehensive about it.’ 
 
3.3 Super-ordinate Theme 2: Content of Support 
 
Super-ordinate theme 2 speaks to the content of the support sessions conducted 
between the participants and their Link Parents. Link Parents were not given strict 
guidelines about the exact content of support which is reflected in the variation of 
accounts by participants. However the common thread of coping with a child’s diabetes 
Chapter 3 - Results 
85 
 
runs throughout the accounts. Theme 2 is divided into three subordinate themes: 
shared experience; practical versus emotional support; unwanted support 
 
3.3.1 Content of Support Subordinate Theme 1: Shared experience 
The theme of ‘Shared experience’ speaks to the grounding of support in common 
experience between the Recipient and Link Parents. ‘Shared experience’ was used as a 
means of support in various ways with participants. Unlike the medical or professional 
experience of health care professionals, Link Parents drew on their lived experience to 
support Recipient Parents. Lived experience as opposed to professional experience was 
highly valued amongst participants. Helen reflected on the added value and reassurance 
when support stems from lived experience: 
 
‘..I just wanted to know how… another parent deals with it that… cause in the 
beginning (I thought) I am never ever going to deal with all this, I’m never 
going to deal with all this in million year(s). I just said oh my dear god but you 
do and it’s nice to know, and it’s nice to have someone say… it’s hard, I know 
how you’re feeling but it does kind of get better.’ 
 
The power of lived experience resulted in the stories of Link Parents’ journeys through 
diabetes being placed at the heart of the support provided to Recipient Parents. William 
spoke of his Link Parents sharing positive examples from their experiences of diabetes 
in a non-directive way: 
 
‘It was great not telling me what to do, telling me what he (Link Parent) does. 
That’s what he (Link Parent) does and that’s what he (Link Parent) found 
helpful, so it was good… really good… it was pretty much all about that, telling 
me about his son, and when he was diagnosed and what he can do now and 
things he does now, you know how he copes, and his kind of hypo treatment 
and things like that and I was just telling him the little things that we had done 
in the short space of time before I met him…’ 
 
Chapter 3 - Results 
86 
 
Hannah similarly found value in hearing the Link Parent’s experience even when it was 
different to hers. It seems that there was a comfort from just knowing they were not the 
only person with a diabetic child: 
 
‘But (Link Parent)’s got different things to (Hannah’s daughter), (Hannah’s 
daughter)’s on injections, they (Link Parent has) got the… pump. So they’ve got 
different experiences but it was nice to hear another story... it was nice to hear 
someone else coming across with their experience...’ 
 
Lucy spoke of the reassurance she felt from sharing emotional experiences having heard 
that her Link Parent had struggled in a similar way to her. It seemed to have a 
normalising effect on her experience especially as she did not have a partner to 
compare her reaction to: 
 
‘...if (daughter)’s sugars are high I tend to blame myself… (Link Parent) just- 
basically she helped to say we all go through this but we all have to keep the 
fight up for our children.’ 
 
3.3.2 Content of Support Subordinate Theme 2: Practical versus emotional 
support 
Theme 2 relates to the two patterns of support which emerged from the data in how the 
Link Parents used the lived experience of managing diabetes. Lucy and Helen focused on 
the emotional impact of managing diabetes. Helen spoke of the comfort she felt from 
knowing that other diabetic parents had emotionally struggled. For Lucy her Link 
Parent normalised her feelings and provided a future based reassurance regarding the 
adjustment to managing diabetes: 
 
‘I went to the doctors I was really in a bad stage of depression... So it helped 
having (Link Parent) and (Link Parent) said ‘Oh I went through it, most 
parents go through it and it’s not just diabetic parents, a lot of people get 
depressed and have down days, we all do sort of thing’... it did help talking to 
her about it, it kind of stopped me thinking about it so much, dwelling on it 
myself.’ 
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Other parents focused more on practical implications of adapting to life with diabetes. 
Some participants reflected on the relative barrier of opening up to a stranger about 
their private emotional world which may reflect the focus on the more concrete 
practical elements. William explicitly avoided the emotional content, focusing on 
practical advice such as how his child could continue to play sport or how to manage 
going on holiday. When the interviewer asked about any emotional content he used 
quite dismissive language perhaps reflecting his perception of its importance: 
 
‘ I could have (talked about emotions), maybe even in the beginning sort of like, 
maybe we did mention it to each other kind of you know how crazy it felt or 
whatever… but never really went deeply into that...’ 
 
James seemed to treat the support as a resource to be utilized in quite practical terms 
rather than a source of ongoing support. In contrast to other participants who wanted 
ongoing emotional support, James felt that once that experience had been accessed 
there was less need for the support going forward: 
 
‘I got what I needed out of speaking to them (Link Parent) and you know I 
wouldn’t want to make friends with them and socialize with them or whatever 
anyway so I didn’t feel like meeting up with them again would have given me 
anymore than what I already got out of them.’ 
 
3.3.3 Content of Support Subordinate Theme 3: Unwanted support 
The final subtheme relates to the less helpful aspects of the support offered by Link 
Parents to participants. None of the participants described the overall experience as 
negative but some elements of the support offered were not helpful at that time or for 
their circumstances.  
 
One element of unwanted support was the use of examples from the Link Parents’ 
difficult experiences in managing their child’s diabetes. A notable response to this was 
from Helen who found it a challenge to digest her Link Parent’s reflections on difficult 
times in the context of still adapting to life with a child diagnosed with T1DM: 
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‘ … (I) guess she frightened me half to death and I just thought I’ve got enough 
going on without hearing every horror story about diabetes, not straight 
after(the diagnosis).’ 
 
Helen use of words such as ‘frightened’ ‘death’ and ‘horror’ seemed to reflect to depth of 
distress it caused her. Later in the interview she expanded on how the fear arose from 
applying her Link Parent’s experience to her own life which planted previously 
unconsidered worries about the future: 
 
‘…we talked about our feeling(s) more about the way we felt and how we- how 
the rest of the family (felt). (Be)cause she(‘s) got just one child, ‘cause I got 
three, I got three boys… (son with T1DM is) middle of three so it’s so hard 
‘cause she was saying that, she find(s) it hard juggling the rest of her life with 
(Link Parent’s child with T1DM)… I was off work and trying to get into routine 
and sort everything out and I just thought oh my god she’s given up work, I 
came home thinking I can’t afford to give up work so you know it did scare me 
a little bit.’ 
 
Helen reflected on the impact of the timing of such information as she accepted that 
difficult times may happen in the future but she did not want to know everything all at 
once and therefore overwhelming an already overwhelmed person. This feeling was 
echoed by James who felt that the Link Parent was overwhelming them with 
information. He made sense of it by discussing the potential mismatch in styles between 
parents, creating a dissonance in reactions and subsequent coping. However, even when 
discussing a relatively negative account the pauses and disjointed nature of the speech 
seemed to speak of their reluctance to speak negatively about the Link Parent (a subject 
which will be discussed further under heading 3.3.1.): 
 
‘I did think mind that they (Link Parent) sort of- Obviously it’s- they sort of laid 
it on a bit thick you know? It is very important and very- it’s going to last for 
life and everything but I thought they were a bit on the negative side of things. 
You know- they weren’t very upbeat I didn’t think, about it (diabetes). It was all 
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what we mustn’t do and you must be careful of this because this could happen 
rather than saying… I tried to look at it from… a positive side of things...’ 
 
The unwanted elements of support also related to Link Parents shining a light into a 
future of difficulty. This may reflect a difficulty dealing with a challenge to the Recipient 
Parents’ hope that coping with diabetes gets easier because they were finding it so 
difficult at present. Therefore, raising the possibility of future difficulty was unexpected 
and unwanted. Hannah spoke of her Link Parent discussing the ongoing difficulties they 
were encountering and the struggle she had in reconciling them in an area of diabetes 
management she felt was going well:    
 
‘(The Link Parent) talked about the girls, he said ‘they’re on the pump’ and he 
said ‘now and again they get an infection because... the line’ and the other 
thing he was saying about was, he said ‘has she (Hannah’s daughter) been in 
hospital since?’ I said no and he was saying he’s frightened in the night 
sometimes he goes in to check on (child with T1DM)... He said that was 
frightening, I said well she’s only been to the hospital when they’ve called for 
her, not any emergencies or anything. She’s quite level on it at the minute. So I 
was shocked to hear that they was saying that them being into hospital and 
stuff.’ 
 
Hannah appeared to cope with this through finding difference between her child and 
Link Parent’s child as a way of reassuring herself that as her child grew up it would be 
different for them. 
 
3.4 Super-ordinate Theme 3: Process of Support 
 
Theme 3 refers to the process of being supported by another parent. The Recipient 
Parents described their broader experience beyond the content of the support, 
particularly the interpersonal aspects of the interaction. This super-ordinate theme is 
comprised of three subordinate themes: characteristics of Link Parents; navigating the 
relationship; expectations of support. 
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3.4.1. Process of Support Subordinate Theme 1: Characteristics of Link Parent 
Theme 1 relates to the Recipient Parents’ perceptions of their Link Parents. There was 
no direct question about their perception of the Link Parent however all participants 
reflected in some way on their views of their Link Parents, representing the importance 
of this element in this type of program. William and James, who as mentioned 
previously appeared to value practical over emotional support, focused on 
characteristics relating to degree of competence and knowledge. James reflected on his 
perception that his Link Parent had supported Recipient Parents before due to his 
perception of their professionalism: 
 
‘... they spoke as if they were in control and as if they knew what they were 
doing you know? There was no sort of wondering ‘Oh what shall we say here?’ 
They were quite professional.’ 
 
Similarly William perceived his Link Parent as experienced and knowledgeable which 
mapped well onto his desire for practical support. However, at the same time he 
expected that the pressure to do a ‘good job’ may have made him nervous although that 
did not affect his perception of him as a competent source of support: 
 
‘… I think he (Link Parent)… probably (would) have been quite nervous 
speaking to someone, having the questions firing at him. Obviously he had 
answered, because… 10 years his son had been diagnosed for. So… he was very 
experienced but I suppose, he know(s) himself that he had to be careful what 
advice he gave in case he couldn't say to me that ‘my son err blah blah blah it 
would have been alright for yours’, but because it is different, it would have 
been nervous, it would have been nerve racking I should imagine. It didn’t, it 
didn’t seem though in all fairness.’ 
 
Participants also reflected on the difficult task of supporting other parents. There 
appeared to be a perception of a need for Link Parents to be in balanced mental state to 
in order to support others. Hannah spoke about her Link Parent having some personal 
issues before they started the support. It seemed both she and the Link Parent were of 
the opinion that the Link Parent needed to be in a stable place to support others: 
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‘She’d (Link Parent) had trouble with her brother… so I said ‘leave it a while, 
you phone me when you are ready’ and she phoned me about three weeks later 
then and it had settled down and then we met up then and she was great.’ 
 
Helen’s experience illustrated the flip side of not being emotionally stable prior to 
providing support. She seemed to describe the emotional impact on the Link Parent as 
listening to Helen’s story triggered her own emotional response which in turn left Helen 
feeling uncontained emotionally.  
 
‘… she (Link Parent) was upset, I think it bought everything back… it‘s her, 
hearing what I going through and things like that it brought all the feeling 
back you have in the beginning.’ 
 
The acknowledgement of the difficulty of the task was also reflected in participants’ 
feelings of indebtedness to the Link Parents for their time and energy in supporting 
them. William spoke of his feelings of gratitude for his Link Parent making a sacrifice to 
meet him. 
 
‘I did give a text. I texted him(Link Parent) to thank him, when I came back 
from holidays because you know, the advice he gave me… it’s just simple things 
to take… but that you might not think about. I text him to thank him and it was 
just, I hadn’t been...not that I hadn’t wanted to meet up with him again, it’s just 
sort of of being set on the right path…’  
 
Finally, Helen who had a more difficult experience than others still acknowledged the 
investment her Link Parent had made and that her core intention to help was genuine: 
 
‘(I) shouldn’t really be slating her you know, she gave her time and she was, I 
suppose what she was doing was the right thing.’ 
 
3.4.2. Process of Support Subordinate Theme 2: Navigating the relationship 
Navigating the relationship speaks to the issues surrounding the boundaries and 
structure of the relationship. Many participants found themselves struggling to make 
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sense of the relationship as it seemed to sit somewhere between friendship and 
professional relationship which meant the parameters of the relationship were difficult 
to understand.  
  
Lucy spoke of her Link Parent relationship sitting somewhere near friendship but not 
quite in that area. The difficulty defining the relationship was reflected in her struggle to 
articulate how she viewed it: 
 
‘No, I wouldn’t say we’re friends. Like I’ve seen her round shopping and stop 
and have a two minute chat. It’s more social but we’re not friends...’ 
 
Similarly, when asked about his relationship with the Link Parent James struggled to 
define it but was clear that they were not friends, but perhaps their relationship was 
friendly: 
 
‘In between I would say, a bit of both really. Obviously you know to say they’re 
friends we... I’ve never met them before... Yeah it was in between I would say. A 
little bit of both (friendship and professional).’ 
 
Navigating the relationship also related to difficulties in negotiating boundaries and 
structure, especially in the context of difficulty defining the relationship. Some 
participants felt quite clear about the boundaries of the interaction. For Lucy, her Link 
Parent was clear about her remit from the beginning. Although the parameters were 
different from her expectations, Lucy described the process in a way that appears to be 
a joint decision: 
 
‘...me and (Link Parent) both spoke when we first spoke (the Link Parent said) 
‘I ain’t here to tell you to change the change the insulin ratios, I ain’t here tell 
you how to bring your daughter up, I’m just here for a bit if support so...’ I 
didn’t think of it like that at all.’ 
 
For other participants a lack of clarity around who was in control of the support and 
what the etiquette was in terms of frequency and length of support was challenging. 
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Helen struggled with knowing who should be contacting who and had some sense that 
her Link Parent was in a similar dilemma but neither made the first move leading to 
disengagement: 
 
‘I just feel it goes so long in between contact that you don’t want to, I would feel 
a bit… just picking up the phone and texting her now and saying now that ‘do 
you fancy meeting up for a coffee?’ and you know cause she’s probably getting 
on with her life, she’s probably thinking ‘oh now perhaps I should text 
(Recipient Parent) see if she’s ok but she’s probably getting on with her life, 
she’s probably fine and doesn’t want me’, but perhaps if there was a set thing 
where you meet up and you know perhaps that would be beneficial.’ 
 
The difficulty with a lack of formal structure was reflected by James as well, although he 
placed a joint ownership between the link and Recipient Parent which potentially 
contributed to the difficulties, alongside it being both parents’ first experience of such 
support: 
 
‘...if we’d just met them for a brief time and then you could have gone back and 
met them again and other things could have come up then but… I think we over 
did it on that session when we spoke to them.’ 
 
3.4.3 Process of Support Subordinate Theme 3: Expectations of support 
None of the participants had experienced this type of support in relation to their child’s 
diagnosis. As a result, a broad range of expectations emerged regarding the support and 
how those expectations mapped onto reality.  
 
As expected, all participants entered the project with a degree of optimism regarding its 
utility, as it was this which motivated them. Some participants were relating this 
optimism to an expectation of positive or optimistic support from their Link Parents. 
Helen did not have explicit expectations of a positive attitude in her Link Parent at the 
outset. However, the negative narrative from her Link Parent led her to reflect on 
implicit expectations of an optimistic story which she apportions blame to herself for: 
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‘…I just expected to meet… a parent what had gone through exactly the same… 
and shared her experiences with me… it just happened her experiences weren’t 
very positive. She can’t help that, that is just her honest opinion, I wasn’t 
expecting perhaps it’s my fault I wasn’t expecting, I knew none of this and I 
wasn’t expecting to hear all that I wasn’t expecting to hear all that.’ 
 
James discussed the influence of his own positive attitude of his expectation of the Link 
Parent having a similar approach. Therefore, when the Link Parent deviated from that 
approach he found it difficult to reconcile which may have affected his level of 
engagement: 
 
‘…Obviously they (Link Parent) were trying to hit it home to you… what you’d 
let yourself in for but what going to be coming to you but I think if I was doing 
it with somebody else I’d try to concentrate a little bit more on how to 
overcome these things rather than the bad things.’ 
 
A further element of expectations related back to navigating the parameters of the 
relationship. Participants also had some expectations about the degree of formality 
within the support. Hannah had predicted the interaction would be formal, perhaps 
relating it to her experiences of health professionals as the only other source of support. 
For her, the Link Parent not meeting these expectations was a positive surprise and 
enhanced her engagement with the support: 
 
‘I thought it (the support) might have been more formal but it was so, you felt 
at ease you know? It was good. You could say what you wanted to and you 
know they (Link Parent) were going through the same thing.’ 
 
3.5  Super-ordinate Theme 4: Impact of Support 
 
The final super-ordinate theme relates to the effects of engaging with support from 
other parents. In terms of the future of such support it may be seen as the most 
important element but it is in fact the culmination of the previous themes as they all 
influenced the participants’ perception of overall impact. ‘Impact of support’ is 
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comprised of four subordinate themes which relate to different elements of impact and 
broader influences on the participants’ uptake of support: finding the new normal; 
degrees of scepticism around guidance of Link Parents; influences on uptake of support; 
looking to the future. 
 
3.5.1. Impact of Support Subordinate Theme 1: Finding the new normal 
Prior to the input of support participants had begun to adapt their lives around the 
diabetes but were struggling to find their way back to normality. In this domain several 
participants found the Link Parents played a key role in helping them find the balance 
needed to live successfully with diabetes in the family. Lucy found discussions around 
balancing safety of her daughter whilst maintaining quality of life useful in adjusting to 
her child’s diagnosis. The diagnosis had made her highly fearful for her daughter’s 
safety and led to a restriction in activities but her Link Parent helped her find a balance: 
 
‘Talking to (Link Parent) made me realise it (diabetes) is to worry about but to 
keep at the back of your mind and not dwell on it every day basically because 
life’s for living.’ 
 
For other participants the support enabled them to engage in activities which had been 
previously normal and enjoyable but had become frightening because of worries about 
diabetes. Therefore guidance from experience helped them to find a way forward for 
their family. For example, William discussed his fears about going on holiday and was 
considering cancelling. The support enabled him to feel safe and confident to travel with 
their child and not feel they were unnecessarily endangering him: 
 
‘…with our situation going on holiday 6 weeks after, that would have been a lot 
more frightening. That was made easier... more relaxed getting everything we 
needed to go because we had had that good advice from (Link Parent).’ 
 
For other participants ‘finding the new normal’ related more to generating acceptance 
of diabetes and its implications, through conversations with someone further down the 
road. Hannah felt this to be the primary benefit for engaging with the support at that 
time and reflected the match in timing of the support in terms of her needs: 
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‘I think it would have taken a bit longer to sort of accept what she’s (daughter) 
got. I know it was like eight weeks before we met the couple but it gave us time 
to get our heads round it and then it (was) nice to hear other people saying 
look we’ve done this, it’s alright you’re going to get through it.’ 
 
3.5.2. Impact of Support Subordinate Theme 2: Degrees of scepticism around 
guidance of Link Parents 
Theme 2 represents the degree of impact the experiences or advice the Link Parents 
provided had on Recipient Parent behaviour or thinking. Participants such as Lucy, 
absorbed the support with little scepticism. On the other hand participants such as 
William,  appreciated that the Link Parent actively encouraged flexibility in the extent to 
which guidance was seen as personally relevant. The approach was in line with 
William’s  perception of differences between children with T1DM and he therefore felt 
experiences offered should be considered in terms of their specific relevance to his 
situation: 
 
‘…Certain things he (Link Parent) would say about his son (he) wouldn’t 
necessarily say for my son because all cases are… different. He was very clear 
about that which was great, so you could take a lot of advice off him and any 
shared experiences I knew from the start that could not apply to mine…’ 
 
Parents who felt out of kilter with the approach or perspective of their Link Parent, 
seemed more inclined to adopt a sceptical stance in terms of the advice given and 
therefore carefully chose what to integrate into their lives. For example, Helen struggled 
with the position of her Link Parent as she had expected a more positive outlook. As a 
result she chose to disengage with elements of what the Link Parent had said, possibly 
as a means of self preservation which she described as ‘zoning out’. In a similar fashion 
James took some elements away which he found helpful, using the support as a 
resource, as mentioned previously. However, he was able to step back and mentally 
challenge elements that did not fit with his approach, reflecting his relative confidence 
in managing his child’s condition: 
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‘I remember (Link Parent saying) ‘Oh our daughter’s going to university and 
I’m terrified’ and this that and the other. (the Link Parent said) ‘I’m thinking 
I’m going to be phoned in the middle of the night and she’s going to be in some 
coma.’ (I thought) Yeah alright but I’d hope not to be like that I’d rather be 
thinking ‘oh she’s having a good time and that these things happen.’’ 
 
3.5.3. Impact of Support Subordinate Theme 3: Limiters to impact and uptake 
The final theme relates to parents making sense of any limitations to the impact of the 
support or their engagement with the support. Parents who identified the experience as 
a positive one still identified areas which limited its uptake or impact. For several 
participants the emergence of support from other sources had limited the uptake or 
impact. James had an alternative source of support within the family which emerged 
around the start of the project. The familiarity and accessibility of a family member 
trumped the outside support of a Link Parent, therefore contributing to less need: 
 
‘I think possibly more (engagement with Link Parent) if I didn’t have the sister 
(in-law) because obviously we know (her) and any questions that I’ve got like 
that wouldn’t have gone back to (diabetic nurse) for... as you know official 
support and conversation I would ask my sister in law.’ 
 
Lucy noted that she felt the timing of the support meant that a greater impact could 
have been felt if she had received the support sooner: 
 
‘I think it would have been better if (the support) did happen straight away 
because then I would have had more understanding and I wouldn’t have read 
into it as much! Because when you read, you read all the bad bits don’t you? 
That’s what (Link Parent) helped with all the good bits. Yeah so if she had been 
there at the beginning I think I wouldn’t have got into the depression stage to 
be honest.’ 
 
 The change in intensity of the need for support as time passed was reflected in several 
participants who felt there would have been a greater need immediately following the 
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diagnosis but the support would have looked different. Hannah felt the timing was right 
in terms of accessing the support: 
 
‘Well this (offer of parent support) was about May when we met (Link Parent). 
So she’d only been diagnosed March. So it gave me a bit of time to get my head 
round what she had so it was about right.’  
 
Finally, the degree of gratitude or value attributed to the support appeared to be 
reflected in the level of regret across participants who had engaged fully or found the 
support less helpful than expected. William found the support of one meeting to be a 
positive experience and did not feel a need for more support. However, he worried that 
the meaning attributed to only needing one session would be related to a lack of utility 
rather than the opposite: 
 
‘... maybe I could have contacted him more really I don't know, maybe, every 
now and then maybe I think, I almost forget that it was going on, if you know 
what I mean? Once we had the initial meeting and you know, it’s a lot and (I) 
learnt a lot from him really and what things to expect and all that, different 
tricks and things that differ. For want of a better word I do feel a little bit 
guilty that maybe I never spoke to him a bit more really, you know, but I really 
didn’t think I needed to after that… maybe he thought I don’t like him or 
whatever, or that he was no good. I just never felt the reason to contact him 
again after that. That’s what I feel a little bit guilty about.’ 
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3.6 Link Parents 
 
This section will detail the results for the seven participants representing the Link 
Parents. As with the Recipient Parents, the transcript for each participant was analysed 
individually. Following this the analyses were reviewed and important themes across 
cases were extracted. The themes have been organised into four super-ordinate themes, 
each will corresponding themes which are summarised in Figure 8. 
 
 
Figure 8. Link Parent super ordinate and subordinate themes 
 
Each super-ordinate and subordinate theme will be described and related to quotes 
from the data. Words which are added to quotes in order to enhance the clarity of the 
text or to remove identifiers will be in brackets. Sections of omitted text in a quote will 
be represented using ellipsis (...).  
 
As detailed in the chapter 2, the focus of this study is on the experience of parents of 
children with type 1 diabetes supporting parents of newly diagnosed children with type 
1 diabetes. As with the Recipient Parents data, due to the small sample from a small 
south Wales community, details about the parent pairings, the number of years since 
diagnosis and clinic have not been reported in order to protect the confidentiality of 
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participants. The Link Parents’ pseudonyms and their child’s age at diagnosis are 
described in Table 5.  
 
Name Age of child 
at diagnosis 
Catherine 10 
Charlie 4 
Georgina 7 
Peter 7 
Annie   7 
Debbie 14 
Sarah 1 
 
Table 5.  Summary of Link Parents 
 
3.7 Super-ordinate Theme 1: Attitude towards the Project 
 
Link Parents, unlike the Recipient Parents interacted with a broader system within the 
project, involving a greater investment of time and effort than their Recipient Parent 
counterparts. As a result more discussion regarding their interactions and attitudes 
towards the project and the people within it emerged compared to the Recipient 
Parents. Three subordinate themes emerged from this super-ordinate theme: 
relationships with other Link Parents; containment and preparation by project leads; 
motivation to support others. 
 
3.7.1 Attitude towards the Project Subordinate Theme 1: Relationships with 
other Link Parents 
The first subtheme relates to the relationship between Link Parents through the 
training process and subsequent support sessions. For many of the participants the 
level of support between Link Parents was an unexpected benefit of their involvement 
with the project. As will be mentioned later (section 3.6.3) many of the participants 
were motivated to support others by the lack of the support they received following 
diagnosis. As a result the opportunity to forge relationships with parents who had 
similar experiences was a welcome surprise. Participants described varying degrees of 
common bond with the other Link Parents during training because of their shared 
experiences. For some the connection focused on the shared negative emotional 
Chapter 3 - Results 
101 
 
experiences of diabetes. Catherine discussed the interaction with the other Link Parents 
regarding their grief over the loss of a normal child which perhaps would not have been 
expressed in other relationships, illustrating the emotional vulnerability Link Parents 
still experience: 
 
‘…to meet different people with different ideas and things it’s been nice being 
with (other Link Parents) as well and seeing her side of, and how she coped 
with her son and everything from that point of view. I think it would be nice 
just to keep giving something back for somebody who felt like how we all feel, 
you know when your kids are diagnosed, I just, just grieved I just wanted a 
normal baby.’ 
 
Value was also placed on hearing stories from other people and being supported in 
exploring their own diabetes stories. It highlighted to some that there was no right or 
wrong way to manage diabetes and that even after years of living with diabetes there is 
still room for learning and growth. Debbie spoke of the relief that came from being in a 
room with people who knew exactly how she felt and the degree of empathy led to an 
openness not present in other relationships: 
 
‘So I think it’s (diabetes) quite a big thing for everyone so when people (parents 
of diabetic children) get together then and start talking about it they do all, 
everyone’s sort of relaxes and it is that sort of ‘oh you know where I’m coming 
from’ but you could see people like ‘yeah yeah, I know I know’ so that was 
great, and everyone was really friendly and you know we were like you say in 
the same position.’ 
 
The level of connection felt between the Link Parents led some to feel a sense of loss at 
the end of the project which may reflect the lack of support they still experience in their 
life. Annie described her regret over not finding a way to contact others after the end of 
the project as she valued their input and was upset when it was withdrawn: 
 
‘I didn’t take any of their (other Link Parents) telephone numbers so no I 
wouldn’t stay in contact but I was a bit disappointed when I realised it was 
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coming to an end to be honest... it meant that you know you would lose that bit 
of contact and support with the other parents.’ 
 
The value placed on the support from other Link Parents was also reflected by the 
disappointment in the differing degrees of investment in the project. Towards the end of 
the project fewer Link Parents attended the support meetings. Peter attended the final 
meeting with one other parent and regretted the lack of attendance from others as he 
valued their input: 
 
‘ (In the) last meeting (on) Tuesday it was only… 4 parents… whether some 
would adhere to it I’m not sure, or maybe some thought it wasn’t, wasn’t worth 
the effort and… I don’t know I thought it was worth the (effort), I would have 
liked to have a bit more input into it.’ 
 
3.7.2 Attitude towards the Project Subordinate Theme 2: Containment and 
preparation by project leads 
The second theme refers to Link Parents’ experiences with the leaders of the project 
whose role was to train and support them to support others. Their perception of this 
relationship was at times enmeshed with their perception of the training or supportive 
system. However, themes emerged relating the physical or mental presence of the 
leaders. 
 
Patterns emerged about the subtle presence of the two facilitators during the training 
process. Participants described being set tasks and then being allowed to take control 
over the experience of training although the facilitators presence was always there. 
Charlie spoke of the creation of a containing but not constraining structure of support: 
 
‘They (project leads) weren’t heavy handed at all they just gave out the 
directions, they explained why… like ‘don’t become like don’t be in the room 
with the child on his own even if the mother’s making a cup of tea’… they made 
that quite clear and they were good at that and yet they let everything else just 
let people have their says and then they would chip in obviously every now and 
then with some comments I think but no they were really good in fairness.’ 
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Through the training process their presence was perceived as non-threatening and non-
judgemental as the experience of the Link Parents was perceived by the facilitators as 
equated to expertise. Annie described the egalitarian approach the leaders took to both 
the training and allocation of Recipient Parents: 
 
‘They (project leads) were explaining things but we had a lot of group 
discussions as well, so everybody… took part in discussing really what we’ll do 
and what we were trying to achieve etc, so I think it was useful from that point 
of view... and... one of the things that anybody who’d been paired was 
encouraged to say if you thought the pairing was suitable so that if they had 
got it slightly wrong they could learn from that, and I think they did slightly 
change their policy during the session.’ 
 
In terms of the broader running of the project the Link Parents also valued the safety 
net of support the leaders provided when they were supporting the Recipient Parents. 
All but one of the participants had never engaged in supporting another parent of a 
child with T1DM, therefore a high value was placed on back up support if needed. Sarah 
never needed additional support from the project leads but the knowledge of its 
presence seemed to allow for more confident engagement in the support process: 
 
‘I knew it (support) was there, if I needed it ‘cause you know, ‘cause some, some 
could have been totally different experience, not as positive as I found it and it 
would have been nice to know I had Sue and Lesley there as back up, to you 
know, go back and make me feel comfortable.’ 
 
Catherine also reflected on the need for the supporters to be supported, especially when 
dealing with emotionally charged situations. Therefore, an atmosphere of open and 
flexible support was perceived creating a safe environment to be supporting others: 
 
‘I think just the emotional support that we were going to be given as well as 
what we expected to give to others were good… the sort of pastoral care for all 
of us then... was almost all the time then in the training I felt… and knowing 
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that either Lesley or Sue was at the end of the phone if we did need anything… 
that was good.’ 
 
3.7.3 Attitude towards the Project Subordinate Theme 3: Motivation to support 
others  
The final subordinate theme relates to the physical and emotional experiences which 
motivated the Link Parents to engage in the project. Many described their apprehension 
at taking on the task but all had a personal story which had moved them to support 
others. These motivating factors emerged not only from reflections on their decision to 
take part but discussions regarding how their experiences shaped interactions with the 
project and the support they provided to Recipient Parents.  
 
The dominant theme amongst the parents was feeling unsupported when their child 
was diagnosed. The feeling of a shared purpose and drive was noted by Peter in the first 
meeting: ‘(We were) all (from) different walks of life do you know we were all there for the 
same reason’.  Catherine reflected this notion quite simply in a desire for someone to 
talk to who was in the same situation: 
 
‘…I would have liked somebody to have been there when my daughter was 
diagnosed. (I) think there wasn’t enough emotional support at all… (be)cause 
you’re kind of sent off with your packs, read this, read that and do everything… 
but you, you’re just in shock and it’s not something that you can have a couple 
of days or a couple of weeks to get used to it’s there and then. So I just felt that 
if I could give something to somebody else whose...struggling in the first sort of 
month or whatever then that would be a good thing.’ 
 
Participants were also motivated by a desire to protect others from the emotional 
responses they went through. Charlie accepted that helping others did not change the 
distress his family went through, but could gain some solace in paying support forward. 
Sarah similarly related it back to the isolation she felt in her struggle and a desire to 
lessen that feeling in others: 
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‘It (the support) might benefit… newly diagnosed parents that (are) going 
through the same things and sometimes it’s just nice to know that you’re not on 
your own, that there are other people out there…(be)cause I don’t really know 
any other parent with children with diabetes and sometimes you do think is it 
just me?’ 
 
Beyond the idea of contributing from a position of empathy, participants also discussed 
the skills and experiences they possessed which they felt prepared them for the task of 
supporting others. Participants also related the value they added compared to 
professionals in terms of their lived experience. Sarah spoke of the expertise gained 
from experience and the perspective gained through years of living with diabetes which 
would be a useful resource for others: 
 
‘I think it’s one of those kind of things you know, you learn through experience 
and you know the nurses don’t live with you 24/7. They don’t have to go 
through what we go through every day, no offense to them you know, but they 
don’t so I think, you know you can’t empathise with somebody if you’re not 
going through it yourself. But they can obviously offer on the medical side the 
support of things but not the emotional side I don’t think.’ 
 
The caveat to using experience based expertise is the emotional toll it can take on the 
supporter which was also discussed by participants. Just as the leaders were required to 
operate a degree of containment, so too did the Link Parents. Annie spoke of importance 
of resolving her own experiences through the training in order to be prepared to take 
on other people’s experiences: 
 
‘...We talked about it (own experience of child’s diagnosis) quite a lot really 
because this is something that we would expect to maybe have to talk about 
with parents we were mentoring, because they would be you know parents of 
newly diagnosed children, so we did talk about our own experiences.’ 
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3.8.  Super-ordinate Theme 2: Support Provided 
 
The second super ordinate theme relates to the pattern of support provided by 
participants to their Recipient Parents. They were all broadly trained in the support to 
provide but as seen in the Recipient Parent results, the support showed significant 
variety in its execution. Within the breadth of support provided four subordinate 
themes emerged: grounded in own experience; mapping training onto reality; managing 
emotional experiences; illuminating an uncertain future.  
 
3.8.1. Support Provided Subordinate Theme 1: Grounded in own experience 
Participants’ implicit or explicit use of their own experience was at the core of the 
support they provided. It was seen by many as the key factor they could contribute to 
the supportive relationship. Participants used their experience in varying ways from 
providing reassurance and normalising experiences to providing practical advice. 
Some participants were concerned about the vulnerability of exposing your own 
experiences, particularly distressing ones. Catherine described her worry about the 
appropriateness of bringing in her own experience but found it a challenge not to. She 
described her motivation for engaging in the project as being related to feeling that the 
parents were walking down the same path, therefore emphasising their shared 
experience. Catherine found it difficult to know how much of herself to give especially 
when her Recipient Parent sought advice around taking antidepressants, which was 
something Catherine had experience of: 
 
‘I wasn’t sure how much of myself I should have shared… so I just sort of said 
look I’ve been on them (antidepressants) and been fine and it was 18 months 
and I was fine to come off them after 18months and it worked and at the time 
that’s what I needed to function so... from that point of view I wasn’t quite sure 
whether or not how much, whether I should have said I’ve been on them but 
then I just thought well, then maybe she (Recipient Parent) would feel a little 
more empathy as far as yeah I know what you’re going through.’ 
 
Other participants used their experience of difficult situations to provide practical 
support and reassurance to enable the participants to move forward. Sarah described 
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her Recipient Parent raising an issue she herself had grappled with and used her 
empathy and experience to guide her. Their shared experience and the emotions 
attached to them are reflected in her account of the conversation: 
 
‘…she (Recipient Parent) wanted to go to the beach for the day and she had 
never taken (child with T1DM) to the beach so she wanted to know… how to go 
about it and I think, I got the impression that she was on the verge of not going 
because she just thought it would be too hard. I found that, quite, quite sad 
(be)cause I’d been there and sometimes (it is) easier not to… but hopefully, I 
helped her with that…’ 
 
Participants showed some variability in the presentation of their experiences in terms 
of how they may apply to the Recipient Parent’s situation. Peter presented some of the 
more difficult times in his relationship with his daughter as an inevitable life stage his 
Recipient Parent would enter with his child as well. Charlie used his experiences in an 
explicitly directive way in terms of advising his Recipient Parent about how to do 
certain activities. Within their relationship this directive advice seemed to reflect the 
confidence Charlie felt in managing his own child’s diabetes and also the similarities he 
saw between him and his Recipient Parent: 
 
‘...we led onto what’s he do(es) sports wise and how you cope because again I 
did use my son as an example because he (Recipient Parent) said ‘oh he 
(Recipient Parent’s son) plays football every week’ so this is what will happen 
with football… I go onto how my son… I give him reassurance that like he does 
karate… stuff like that. That everybody’s understanding don’t panic about it 
‘cause I used to say ‘oh what’s he going to say now’… but it was good and then 
we talked about experiences like he said ‘I only got one tester’ and I said ‘go to 
your doctor, ask for three. Get them.’ You know what I mean?’ 
 
Other parents were more reflexive in their use of their own experience and anxious to 
frame it as not being an inevitable truth but a reflection of what has happened to them. 
Georgina was keen to stress that any experiences they spoke of should not be seen as 
unavoidable for the Recipient Parent: 
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‘…You (are) used to dealing with your child you know your child and things 
(that) work for them but you’re not qualified to give any advice to anybody 
else. Sort of emotional support and … ‘I remember that situation what works 
for us’, but that’s all you’re giving them, it’s an alternative of what worked for 
you.’ 
 
3.8.2 Support Provided Subordinate Theme 2: Mapping training onto reality 
The second theme represents the attempts and difficulties participants had in 
translating the training they received into the support they provided. Some participants 
found the boundaries around their role to be containing and a helpful guidance to their 
work. Georgina found the concrete boundaries a useful tool, especially in terms of dually 
protecting herself and the Recipient Parent: 
 
‘…(We were instructed) Not to give them (Recipient Parent) medical advice or 
anything medical refer back to diabetic specialist nurse.  And we were told not 
to help them fill in the DLA form. So I suppose it’s just safeguarding you know.  
You(‘re) used to dealing with your child you know your child and things work 
for them but you’re not qualified to give any advice to anybody else.’ 
 
Peter felt that the training served to frame the process of support but felt the content 
was the responsibility of the Link Parent. He too felt that training applied to the 
safeguarding elements for the Recipient Parent and Link Parent. He described it using 
words such as ‘rigorous’ ‘rule’ and ‘regulations’ but seemed less bound by these words 
outside the process of setting up and maintaining support: 
 
‘I did take on a few points I think there are certain questions that you shouldn’t 
ask and vice versa or whatever… they do it for the best, the points are there, it’s 
for your own protection in both cases you know. Obviously we stuck to some of 
the rules, we met (in a) place that was convenient for both of us, we didn’t go to 
anybody’s house you know? We didn’t give any details out or whatever but the 
training is a matter of fact, it’s there for health and safety I expect but it 
doesn’t how can I say, it didn’t filter out in the meeting…’ 
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Many participants struggled to apply the content of the training especially restricting 
themselves to certain topics or ways of interacting. Sarah reflected that there was 
training in terms of interacting with Recipient Parents but felt resigned to the futility of 
being able to use it in the way the project leaders intended. She appeared to place 
greater stock in being true to herself rather than true to the training: 
 
‘I don’t know really, ‘cause when we (were) obviously given the training we 
were given scenarios and what you can do. It’s just not the way it is and at the 
end of the day I’m just going to be myself, if she asks me a questions I’m going 
to answer her and that’s all we did really.’ 
 
An acceptance of self was also reflected by Debbie who appeared accepting of not being 
able to change her way of interacting with others to reflect the training. In addition the 
difficulty of attempts to adhere to training whilst the Recipient Parent is looking for 
something different and how challenging it can be to not be responsive to the Recipient 
Parent in the moment: 
 
‘I don’t think I’m that type of person, no unfortunately not… I’d have to sort of 
train myself to be that way. I (am) just sort of naturally, naturally a talker. So 
maybe from that point of view of just sitting and listening and not 
(responding). But again a lot of it was her (Recipient Parent) asking me the 
questions as well you know, asking me things like either my opinion on things 
or just generally asking like how he’s (Link Parent’s son) getting on and things 
like that so, I think I’d have to train myself.’ 
 
Finally, participants spoke of the desire to remain Recipient Parent orientated and that 
adhering to the training meant it was more difficult to be responsive to Recipient 
Parent’s changing needs. Participants found that as the relationships developed 
conversations naturally deviated away from diabetes or became friendlier. Although 
many admitted this degree of flexibility was not the project’s intention it was felt to be 
important from a human point of view. Debbie found that the ‘mission creep’ within her 
relationship was natural and perhaps reflects the desire for the Link Parent to connect 
with someone who understands their experience as well: 
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‘...by the end it was more of just like friends chatting, so a lot of it was related to 
the diabetes, and then a lot of other times, (be)cause we once sat there for a 
few hours, obviously there’s only so much you can say, it’s only a few hours isn’t 
it? So you know we would always be talking about you know, things that had 
gone on or hospital appointments that are coming up and things like that but 
then there was a lot of chat about like our other children and just life in 
general.’ 
 
3.8.3. Support Provided Subordinate Theme 3:  Managing emotional 
experiences 
The need for support following a child’s diagnosis could be viewed as indicative of the 
emotional impact. The degree of emotional management that was undertaken in the 
supportive meetings between the Link-Recipient Parents varied, but it was at least a 
fleeting feature of all the pairings. Charlie for example made passing reference to the 
discussion of his Recipient Parent’s emotional adjustment. This transient reference may 
be a product of his or the Recipient Parent’s discomfort in or lack of priority placed with 
discussing emotional content. Certainly compared to the female Link Parents their 
discussions were much less emotionally centred. When asked about the discussions 
Charlie used quite dismissive language which may reflect his reluctance to discuss it 
with and/or a lack of importance between him and the Recipient Parent: 
 
‘... it was related to his (Recipient Parent) son first of all, we tried to be a bit 
reassuring you know. We talked about his you know how he’s coping and that 
sort of stuff and then we led onto what’s he do(es) sports wise...’ 
 
Debbie spoke of the importance she placed on providing emotional support from a 
position of shared experience. She felt it was central to their role and true empathy 
attached to the emotional support created added value which a Recipient Parent would 
not have found elsewhere: 
 
‘I think it’s like just a different kind of support, it’s more like an emotional 
support and I, again like you know, some of those nurses are fantastic, but, 
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unless it’s something you been through yourself... I think having another parent 
is more emotional support, you know from medical staff you(‘ve) got to get the 
medical support and I suppose you would still get the emotional support if you 
needed it but it’s that coming from the same you know, coming from the same 
place, I think that’s the difference...’ 
 
Tying the emotional reactions together with the shared experience meant the Link 
Parents were able to normalise the responses of Recipient Parents. Catherine spoke of 
the connection she felt with her Recipient Parent because of the shared experiences she 
had outside of diabetes. As a result she felt more deeply tied to her emotional 
experience and provided a more flexible and responsive support: 
 
‘…I saw a lot of things in (Recipient Parent) and myself. From that point of view 
that I suppose I felt the loss for her. When she (Recipient Parent) went home for 
the weekend I always made sure I messaged her on Facebook to say: ‘hi, how 
did things go? Did you have a good weekend?’ And then by the end of the week 
she would always send one to say ‘oh I really miss everybody (Recipient 
Parent’s family)’… which we all feel is… a sort of a home sickness thing so I 
think I felt that from her point of view.’ 
 
3.8.4. Support Provided Subordinate Theme 4: Illuminating an uncertain future 
The final theme relates to support naturally occurring when the supporter is at a later 
life stage than the person being supported. All the Link Parents had children which were 
older than the Recipient Parent as well as having more experience of diabetes. It 
followed therefore that the conversations would serve to illuminate a future which felt 
uncertain for Recipient Parent prior to the support. 
 
The view of the future was linked to how the Link Parent copes with the diabetes as 
well as broader challenges as children grow older. For some Link Parents this was an 
actively positive reflection as they tried to foster optimism in their Recipient Parent. 
Charlie presented an optimistic picture of coping with diabetes, so positive that he felt 
not including his son in the conversation was a loss. He was able to present a picture of 
a possible future which is unlimited by diabetes: 
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‘I thought that they (children with T1DM) should have been involved a bit 
more. Because I was in honesty I was prepared to say if my son wanted to go to 
it that I would take him. Because he was diagnosed at four… and he’s done 
really well. He’s excellent at (sport)… and I just would have used him as an 
example for a parent of look you can still do this even with diabetes from four.’ 
 
Conversely, other participants presented a forewarning of future difficulties. This may 
have reflected a desire by Link Parents to prepare the Recipient Parent, especially if 
they had felt unprepared themselves. Peter described warning his Recipient Parent that 
there was the potential for damage to relationships with the view of reducing potential 
distress in the Recipient Parent should they find the same situation: 
 
‘I left it (the mentoring meeting) and did say to him (Recipient Parent) that ‘I 
had issues, you might have issues, you might not! You might turn out fine and 
but you know, one day she (daughter with T1DM) might rebel or reject you for 
a couple of weeks you just (going to) put up with it and overcome that 
situation.’’ 
 
3.9. Super-ordinate Theme 3: Relationship with Recipient Parent 
 
The third super-ordinate theme reflects the interpersonal relationship central to the 
project between the Link and Recipient Parent. It is grounded on shared experience of 
diabetes but as with all relationships was a complicated and evolving construct. 
Reflecting its complicated nature there are three subordinate themes under the banner 
the Recipient Parent relationship: personal connection; boundaries around self and 
relationship; dealing with challenges in the relationship. 
 
3.9.1. Relationship with Recipient Parent Subordinate Theme 1: Personal 
connection  
Contrary to the perceived boundaried parameters set out by the project leads many of 
the Link Parents found a personal connection was made between them and the Link 
Parent. This was accounted for by the bond of common experience, a similar 
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phenomenon between Link Parents themselves and reflected in the difficulty applying 
training to reality. For Peter the connection was confined to an informal social 
interaction centred around diabetes with the relationship extending no further: 
 
‘…it was quite easy quite relaxing, quite comfortable, I suppose a lot of common 
sense in finding questions, you fire one I answer them it was a general 
conversation… I think it was a healthy conversation, didn’t feel the pressure…’ 
 
Debbie and Sarah’s relationships developed beyond the confines of diabetes as they 
began to form a relationship akin to a friendship. For Debbie there appeared to be a 
shared open attitude between her and Recipient Parent, which was reflected in an 
earlier quote from Debbie in terms of her struggling to deviate from her useful way of 
interacting. The personal connection between them appeared to be perceived as central 
to the support as the warmth she feels towards her Recipient Parent is evident in her 
use of language: 
 
‘(in) the first meeting, you know, she’s a lovely lady, really lovely who I think, 
we’re both quite open people, and instantly got on, and you know talk quite a 
lot about it, but talked a lot about other things and the children and sort of just 
life really, you know spend 3 hours just, it felt like we been friends for a long 
time, so I think that was really nice, and she is a lovely lady. So I was mindful to 
try not to you know jump in when she was talking and things like that, um I 
think she was open.’ 
 
Sarah spoke of the emotional connection they had as they shared information which 
they would not share with others. A deeper connection was therefore formed 
potentially as a result of the meaning they both place in their experience: 
 
‘ I was really positive actually, really kind of, it even felt in a way kind of 
emotional, you kind of talking about things you don’t really talk about with 
anybody and even though they were total strangers, it was weird because you 
talk about the way you felt when you were diagnosed and how you deal with 
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certain situation that came up and it was kind of, it was quite emotional 
because I don’t talk to anybody about that.’ 
 
The difficulty in balancing the professional mentoring versus the social elements was a 
concern of Annie’s especially if the desire for the relationship to move in a certain 
direction is one sided: 
 
‘... The only downside is that I mean obviously you’re not there to meet a new 
friend are you? You’re sort of there to offer support and I mean it is possible to 
meet a new friend and there’s no harm in that… of course the downside is that 
maybe that if one parent, and it could be either the mentor or mentee becomes 
a bit too pushy with the relationship, there has to be the exit from the 
relationship as well.’ 
 
3.9.2. Relationship with Recipient Parent Subordinate Theme 2: Boundaries 
around self and relationship 
The social element of the support led to patterns in the data about how to establish and 
maintain boundaries first between the relationship and the outside world and secondly 
between the Recipient and Link Parent at the heart of the relationship. Matters such as 
confidentiality and privacy arose in connection with boundaries around the 
relationship. Catherine struggled with establishing boundaries around her mentoring 
relationship as she mentored two Recipient Parents who knew each other and was 
concerned about where information would be taken. Similarly, Debbie was concerned 
with her children attending the same school as her Recipient Parent. It raised issues 
about balance of privacy within the relationship but the convenience of mentoring 
someone close by, especially when it is a volunteer role: 
 
‘The only real difficult(y) like I say was the fact that, we know common people... 
as well so we talked a little bit you know a bit about that, I would say like I say 
a conflict of interest there, just in the fact that we do know, there is the 
crossover of people you know and things. Obviously I was mindful not to say 
anything about it, and I didn’t really chat much about her or anything, so I just 
think you know, I wouldn’t want, I wouldn’t have wanted her to go back and 
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say… I don’t think that’s the best, but I think that’s something that only came 
up after we’d been matched, that could possibly be an issue.’ 
 
A further element related boundaries was managing the control over the relationship. 
The Link Parents were encouraged to empower the Recipient Parent to direct the 
support. However, as seen in themes from the Recipient Parents, the sense of 
indebtedness to Link Parents meant an impasse in support was sometimes reached 
where neither party contacted the other for fear of stepping over a boundary and 
engaging in unwanted contact. For example, Annie had concerns about whether to 
contact her Recipient Parent following a period of no contact. She, like all other 
participants in this situation, sought advice from the project leads thereby placing 
responsibility for the consequences with the leaders, perhaps believing they would have 
a greater insight: 
 
‘... I didn’t hear anything and then we had a meeting as it turned out, I said to 
Sue, it’s been a few weeks now do you think it’s okay to contact her again and 
she said yes. So I did then send her a text basically to say, just to remind her 
that if you want to contact me or anything because I gave her my number 
again but she didn’t contact me so I didn’t then push it because I thought well 
she knows I’m here and if she wants to contact me she can.’ 
 
3.9.3. Relationship with Recipient Parent Subordinate Theme 3: Dealing with 
ending of the relationship 
The final theme relating to the relationship between the Link and Recipient Parents’ 
concerns the challenges in the how the relationship ended and the factors affecting that 
ending. For the participants in this research it was an artificial break in the relationship 
as the support was structured to end after six months. The break was difficult for some 
to come to terms with especially when a deeper relationship had formed. Sarah 
struggled to reconcile the overarching structure of the project and her desire to 
continue the relationship as her identity as a mentor continues: 
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‘...it was kind of like, it came to an end and I don’t know what to do here now, 
do I just text her and say I’m still... just because this has ended you can still 
contact me if need be, I’m still here, I haven’t gone away and I’ve still got the 10 
years of living with it.’ 
 
For other participants there was an ending in the relationship sooner than the one 
imposed by the project. There was a variety of levels of support from short phone calls, 
to one off meetings to multiple contacts through multiple means. Several participants 
encountered premature endings to their support as a result of the Recipient Parent 
requesting no further support, for which they found different reasons. Peter attributed 
the lack of further uptake to the adjustment and stability of the child with T1DM: 
 
‘…they (Recipient Parent and family) were quite comfortable in life and their 
daughter was level headed I think and you know there wasn’t many big issues… 
the bigger issues that would occur, as they call it the honeymoon period it 
comes to an end you know that’s when it starts so perhaps that’s when you 
need a bit more support or a bit more advice.’ 
 
Charlie and Georgina both sought similarly external reasons for the lack of uptake, 
citing busy lives of Link and Recipient Parents preventing prioritizing such support.  
Georgina seemed to reassure herself that should more support have been needed the 
Recipient Parent was in control: 
 
‘there was no request for another meeting… you know, everybody's got busy 
lives, obviously if they felt like they needed to have another chat that would 
have been fine as well.’ 
 
Finally, Annie was the only participant who was paired with a Recipient Parent who did 
not take up the support she offered, creating a much more abrupt ending than 
anticipated. Annie had made sense of the lack of uptake through concrete reasoning 
such as timing but through conversations with others she began to attribute blame to 
herself. Annie’s attributions illustrate the psychological vulnerability of Link Parents 
when their help is perceived as not wanted: 
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‘... there was one gentleman (Link Parent) there (at Link Parent support 
meeting) who had, he’d met somebody (Recipient Parent) and he thought... 
because I said she (Annie’s Recipient Parent) didn’t want to meet me, and he 
said... ‘I didn’t give them a choice’ ... and I did think that ‘oh maybe I should 
have been a bit more forceful.’ But then I think well I did give the opportunity 
you know so, but he’d met somebody and he sort of spent quite a long time 
chatting to them... I thought then... perhaps it was me, perhaps it was the way 
that I... (it) must have come across in the meeting because they did say to me 
‘oh it’s not you mind, don’t worry about it’, but as I said I was feeling a bit like 
that to be honest.’ 
 
3.10  Super-ordinate Theme 4: Understanding the Impact of Support 
 
The third theme covers the participants’ attempts to make sense of impact the support 
they offered may have had on their Recipient Parents and themselves. Assessing the 
impact was something the participants found difficult to quantify nevertheless the 
emergent subordinate themes under the umbrella of impact of support are: difficulty 
assessing impact made; perceived value of live experience; emotional impact on Link 
Parent.  
 
3.10.1. Understanding the Impact of  Support Subordinate Theme 1: 
Difficulty assessing impact made  
Participants found it a challenge to pin point the impact they had on the Recipient 
Parent. Most had not sought feedback and therefore relied on incidental anecdotal 
comments from the Recipient Parents which may reflect a lack of confidence in the 
impact they made. Georgina’s account seemed to reflect an underlying uncertainty 
about the impact made to the Recipient Parent as she seems to doubt the positive 
feedback. : 
 
‘…from what they said they you know they gained from it, at least they were 
saying that to us I don’t know…’ 
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Sarah also seemed to place doubt in the positive feedback she had from her Link Parent, 
perhaps doubting they would provide negative feedback in person resulting in a 
lingering uncertainty: 
 
‘I don’t know, I’d like to think it had a positive impact on her (Recipient Parent) 
but I don’t know I didn’t have any kind of feedback. I mean she was really 
positive when I spoke to her on the phone and she was very grateful for 
anything that I could discuss with her but apart from that I can’t comment 
really, all the feelings I got from her was positive but I don’t know.’ 
 
In the face of some uncertainty about impact, other participants remained hopeful of 
making a positive impact and felt satisfied with their contribution of support. Debbie 
had a particularly close relationship with her Recipient Parent which appeared to 
influence her optimistic viewpoint: 
 
‘ I felt really good when I came away and I hoped she would come away feeling 
the same. I think it was nice that I was matched with someone and we did just 
get on really well you know, it was just, it was like we’d been friends for a long 
time.’ 
 
3.10.2. Understanding the Impact of  Support Subordinate Theme 2: Perceived 
value of lived experience 
The second theme relates to the specific impact of the lived experience of Link Parents 
in the supportive relationship. As identified previously this was a key element 
participants felt they had to contribute therefore its impact was an important factor for 
them.  
 
Charlie recounted an example of lived experience being used to enable the Recipient 
Parent to move back to towards normality. He described a strategy he uses when on 
holiday of sharing insulin between bags to lessen anxiety of losing bags when flying. The 
practical advice enabled the Recipient Parent to feel confident and able to go on holiday. 
Sarah described a similar scenario where her experience enabled the family to return to 
normal childhood activities: 
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‘she (Recipient Parent) wanted to go to the beach for the day and she had 
never taken (child with T1DM) to the beach so she wanted to know, how, how 
to go about it… and I think, I got the impression that you was on the verge of 
not going because she just thought it would be too hard… I helped her with 
that.’ 
 
Georgina discussed her sense of their experiences providing hope for the Recipient 
Parent that they could find their way through the struggle to adjust because the Link 
Parent was a living example that it could be done: 
 
‘… from the human aspect of it and being a parent in the same situation um I 
think you can help them because they can see you’ve been through it and 
obviously come out the other end. (You) just have to, life doesn’t stop it has to 
go on and you do work your way through it.’ 
 
Finally, lived experience was also identified as a key factor in the formation of shared 
identity between the link and Recipient Parent. Sarah noted an example where the 
sense of shared identity had reduced the feeling of isolation through struggling to 
adjust: 
 
‘She’d (Recipient Parent) been up all night checking (Recipient Parent’s child) 
at 3 o’clock in the morning and she said ‘I just stopped and thought you know, 
I’m not the only person doing(this) thing’ and she thought of me being up of, 
not the same time but kind of same situations, early hours of the morning 
checking Jack as well, she said it gave her some comfort knowing she wasn’t the 
only one going through that.’ 
 
3.10.3. Understanding the Impact of  Support Subordinate Theme 3: 
Emotional impact on Link Parent 
The emotional impact of supporting someone who is in a challenging life stage is 
inevitable, particularly when the supporter has been through the same experience. The 
challenge of emotions and thoughts resurfacing from their memories of diagnosis was 
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something certain Link Parents found difficult. Sarah reflected on the emotional impact 
it had on her as she relived the experience of her child being diagnosed with her 
Recipient Parent: 
 
‘ It just brings all the memories back and the feelings back of how we felt at the 
time, it was awful it is, it was an awful time you know, I still, still  remember it 
‘til this day and some of things I thought at the time.’ 
 
A more positive element of impact for the parents was the opportunity to learn from the 
experiences of other Link Parents whose children were older or had different 
experiences. Mirroring the impact of support of the Recipient Parents, Link Parents also 
found that discussion helped to shine a light on an otherwise uncertain future. Annie’s 
daughter was on the cusp of a new life stage as she moved into adolescence, therefore 
being able to access support from others was a beneficial by-product for her family: 
 
‘...it was really nice to speak to other parents to be honest and it helped me 
because my daughter’s... in her teenage (years) so parents there had older 
children than me so it was quite useful to hear you know other experiences that 
parents have been through.’ 
 
A final important idea emerged regarding the enduring identity as a parent of a child 
with T1DM who may continue to struggle with managing a chronic illness. The 
participants all continued their lives alongside providing support for the Recipient 
Parent. The dual role of parent and supporter of parents was sometimes difficult for 
participants to reconcile. Catherine spoke of the difficulty in attending clinic 
appointments where she was in the role of a concerned parent and her Recipient Parent 
being present as well. The two roles felt in conflict as she struggled to determine who to 
prioritise: 
‘…having a clinic appointment where (Recipient Parent)… with her son and I 
had gone with my daughter and my husband who are not part of the project. I 
wasn’t sure how I felt about that I sat there and felt...I mean I introduced them 
because you just thought what else can I do?… (you) don't want to go to clinic 
when you’re thinking about somebody else's child.’ 
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Chapter 4 
Discussion 
 
4.  Chapter Overview 
Chapter 4 will provide a discussion of the results in the context of existing literature. 
The clinical and service implications of the results will then be discussed. Finally, the 
strengths and limitations of the study will be described followed by an overview of 
directions for future research. 
 
4.1  Research Findings in Relation to Existing Literature 
 
The aim of this study was to explore the experiences of parents supporting and being 
supported by other parents of children with T1DM. This is the first qualitative study in a 
UK healthcare context to explore the experiences of peer mentoring for parents of 
children with T1DM from the perspectives of both supporting (Link Parents) and being 
supported (Recipient Parents). It therefore enables greater insight to be gained into the 
process and content of support by examining experiences from both sides of the dyad. 
The results described in Chapter 3 were comprised of four super-ordinate themes and 
13 subordinate themes for the Recipient Parents and four super-ordinate themes and 
13 subordinate themes for the Link Parents. The themes emerging from the data and 
their contribution to existing literature will be discussed below.  
 
4.1.1 Recipient Parents Super-ordinate Theme 1: Build up to and Initial 
Impact of Diagnosis 
The ‘Build up to and Initial Impact of Diagnosis’ subthemes represented the impact on 
Recipient Parents’ identity as a parent, implications for the family and emotional 
ramifications of diagnosis. The super-ordinate theme was comprised of four 
subordinate themes: questioning ability to protect your child; irreversible systemic 
change; coping with emotional impact of diagnosis; isolation following diagnosis.  
 
  4.1.1.1 Questioning ability to protect your child 
The first subtheme reflects the implications for parents in terms of their ability to 
parent their child in the context of T1DM. For the Recipient Parents in this study the 
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questioning of parenting ability stemmed initially from the events prior to the diagnosis 
where there was a decline in physical health. The uncertainty around the child’s health 
and worries about finding a possible cause, relate the previous findings by Whittmore et 
al. (2012) in terms of the negative emotional experiences pre-diagnosis. The findings 
revealed a gender difference in the perception of ‘fighting’ for a diagnosis. A perception 
of needing to fight for a diagnosis was expressed more often by mothers than fathers. 
This finding could provide insight into previous reports of mothers experiencing 
greater psychological distress following their child’s diagnosis compared to fathers 
(Haugstvelt et al., 2011; Mitchell et al., 2009). It may also reflect the differing parenting 
roles between mothers and fathers, where mothers continue to hold the majority of 
responsibility and therefore experience greater emotional distress when that role is 
compromised.  
 
Questioning the ability to protect their child continued following the diagnosis of T1DM. 
This element of the theme maps closely onto the work of Sullivan-Bolyai et al. (2003b) 
in terms of the constant vigilance experienced by parents post diagnosis as they relearn 
and adjust their parenting skills. Similarly, Hatton et al. (1995) and Wennick and 
Hallstrom (2006) described experiences of parents feeling pressure from medical 
professionals to rise to the challenge but also feeling helpless in the face of a steep 
learning curve. The pressure may also reflect Recipient Parents’ children’s life stage as 
they were all pre-adolescent at diagnosis and are therefore more dependent on their 
parents for protection. The results within this theme may also reflect the experiences 
which are unique or more pronounced in those who seek support compared to those 
who find the transition less challenging.  
 
One element of the theme which has not been reflected in previous T1DM literature was 
the desire by Recipient Parents to absorb the emotional experiences of their children. It 
reveals the concern parents have in terms of protecting their children from the 
emotional consequences of T1DM as well as the physical implications.  
 
  4.1.1.2 Irreversible systemic change 
The change felt by Recipient Parents reflects the existing evidence base specific to the 
impact of a diagnosis of T1DM as well systemic models such as Rolland (1994) and 
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Carter and McGoldrick (2005) which detail the extensive impact chronic conditions can 
have for a family. The results indicated a different nuance to the impact of the diagnosis 
on the system in terms of the timings of adjustment. The Recipient Parents reflected on 
both the sudden and immediate change that occurs following diagnosis but also the 
time it took for the irreversibility of it to be processed. The realisation of the 
irreversible nature of T1DM supports literature around chronic sorrow which proposes 
that the emotional impact comes in waves rather than a linear grief response (Lowes & 
Lynne, 2000). 
 
Recipient Parents also reflected on the impact the diagnosis had on the family as a 
whole. Recipient Parents spoke of the family functioning adjusting around the need to 
accommodate for the existence of T1DM in the family. There were reports of negative 
impact on relationships by some and positive growth in family dynamics by others. Such 
reports are consistent with Wray and Maynard (2005)’s findings in terms of the 
variation in impact of T1DM on family relationships and functioning. 
 
  4.1.1.3 Coping with the emotional impact post diagnosis 
In keeping with previous research, participants described the negative emotional 
experiences following their diagnosis (Whittemore et al., 2012). However, the results 
also revealed new information about the feared consequences of struggling to cope with 
negative emotions. As mentioned previously (section 4.1.1.1), the task of caring for a 
child with T1DM is a significant undertaking which parents feel pressure to be 
competent at. One Recipient Parent also reflected on the need to also appear 
emotionally stable, particularly with medical professionals. Whilst this is an 
interpretation of one participant’s account it could point to an additional layer of 
vulnerability amongst newly diagnosed parents if they feel worried that they will be 
judged for struggling emotionally. This may relate to perceptions of a wider societal 
stigma around psychological distress being present in the adjustment process of chronic 
conditions. 
 
The results revealed gender differences in terms of the expressed emotions of parents. 
Recipient mothers all described their emotional experiences in detail compared to the 
fathers. This reflects previous findings in terms of differences in emotional distress 
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between genders (Haugstvelt et al., 2011; Mitchell et al., 2009). However, the cause of 
such differences remains unclear. Are fathers experiencing less negative emotional 
experiences or do they feel uncomfortable reflecting on it publically? The fathers’ 
accounts do indicate their acknowledgement of an emotional impact however their 
mode of coping was through practical problem solving. The focus on practical elements 
of care was also reported in Sullivan-Bolyai et al. (2003a)’s research with fathers of 
children with newly diagnosed T1DM. 
 
  4.1.1.4 Isolation following diagnosis 
The isolation felt by Recipient Parents following diagnosis encapsulated in this theme 
relates to the isolation felt following diagnosis when the safety net of intense medical 
care is removed but also psychological isolation from Recipient Parents’ usual sources 
of support. The sense of responsibility following discharge from hospital of taking on 
the daily management of T1DM has been reflected in previous work (Whittmore et al., 
2012). However, the results of this study add an additional layer of insight in terms of 
Recipient Parents’ relationship with medical teams. Fears about appearing incompetent 
or over anxious were perceived as barriers to Recipient Parents accessing the support 
they needed to feel comfortable in caring for their child. 
 
Broader reflections on emotional isolation felt by Recipient Parents present new insight 
into the motivation of parents who may access peer support in particular. Recipient 
Parents in this study placed a high value on the lived experience of other parents of 
children with T1DM which therefore acted as barrier to access support from usual 
sources of support. In addition Recipient Parents reflected on the unfiltered nature of 
communications from other unknown parents of children with T1DM on the internet. 
Such findings could be followed up in future research by comparing the motivating 
factors in parents accessing different sources of support.  
 
 4.1.2 Recipient Parents Super-ordinate Theme 2: Content of Support 
The ‘Content of Support’ subordinate themes represented the elements of the support 
that were provided to the Recipient Parents by the Link Parents. The super-ordinate 
theme was comprised of three subordinate themes: shared experience; practical versus 
emotional support; unwanted support.  
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4.1.2.1 Shared experience 
The sense of added value of support someone with lived experience compared to 
support available from medical staff was reflected by participants in a similar way to 
Rearick et al. (2011). The depth of analysis and reporting allowed for greater insight 
into the idiosyncratic nature of the use of shared experiences, with each pair generating 
something unique in terms of contact and content in their communication. Recipient 
Parents’ accounts indicated the particular value that was placed on experiences being 
used in a non-directive way. The results reflects the work of National Voices (2015) that 
the value of peer support lies in what the individual perceives to be important elements 
of their lived experience of coping with a physical health condition, and that the support 
provided should reflect that.  
 
The use of shared experience extended to a sense of shared identity. For some Recipient 
Parents who found their experiences differing from those of the Link Parents, the sense 
of shared identity as parents of children with T1DM was enduring and central to the 
support. This is a phenomenon reported in other peer mentoring programs (Shilling et 
al., 2012) but has not been reported in research with parents of children with T1DM 
before. It also supports Simoni et al. (2013)’s hypothesis regarding the direct impact 
peer interventions have by acting to lessen social isolation and enhance social 
integration through connection with elements of shared identity.  
 
4.1.2.2 Practical versus emotional support 
The second subtheme reflected the balance between practical versus emotional support 
received and valued by Recipient Parents. This reflects broader peer literature which 
describes the wide spectrum of roles peers can offer, especially when provided with the 
freedom within their role to acts responsively to their fellow peers (National Voices, 
2015; Embuldeniya et al., 2013). The qualitative papers in the systematic review also 
reported different levels of emphasis on emotional versus practical support with 
Rearick et al., focusing on practical implications and Newell and Hahessy (2013) 
focusing on emotional support. Within this study, participants’ reflections indicate the 
degree of influence the Recipient Parent can have in directing the content of the support 
depending on their own needs. This level of variation may provide insight into 
difficulties consistently quantifying changes made in previous research as the impact of 
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practical versus emotional support may be different (Sullivan-Bolyai et al., 2004; 2010; 
2011). For example, one participant reflected on the emotional impact of their Link 
Parent normalising their psychological distress whilst another viewed their Link Parent 
as a practical resource. Careful consideration was taken by the PLUS project leads in 
matching the Link and Recipient Parents and such variations point to the need for such 
consideration to continue if the intervention is replicated in the future.  
 
  4.1.2.3 Unwanted support 
The final subtheme related to unwanted aspects of support. Shilling et al. (2012)’s 
review referred to the barriers to uptake in support that can occur where there is a 
mismatch between the parents’ needs. However, they highlighted that this should be 
overcome by individualised one to one support and did not report unhelpful or 
unwanted support occurring in those who accessed peer support. This may reflect a 
sampling bias within the papers including in Shilling et al.’s review as those with the 
most positive experiences may be more likely to volunteer for participation in follow up 
research.  
 
The results of this study indicate that a mismatch can still occur when an individualised 
approach is provided, illustrating the reliance on the Link Parent to be sensitive and 
responsive to the needs of the Recipient Parent. Link Parents who provided information 
about future difficulties or reflecting on negative experiences were, for some Recipient 
Parents, perceived as unwanted or unhelpful. The results also illustrate the potential for 
harm to be done which was not reported in Shilling et al.’s review. Although only one 
participant reported psychological distress as a result of the support, it highlights the 
vulnerability of those receiving the support. This supports the findings of Embuldeniya 
et al. (2013)’s review which highlighted the negative impact that can be felt when a peer 
reflects heavily on negative experiences.  
 
 4.1.3 Recipient Parents Super-ordinate Theme 3: Process of Support 
The ‘Process of Support’ super-ordinate theme related to the broader experience of 
Recipient Parents in relation to the support provided, particularly the perception of the 
Link Parent and their relationship. This super-ordinate theme is comprised of three 
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subordinate themes: characteristics of Link Parents; navigating the relationship; 
expectations of support. 
 
 
  4.1.3.1 Characteristics of Link Parent 
The perception of Link Parents from a Recipient Parent point of view was explored in 
depth for the first time in the study. As mentioned in the Chapter 3, despite there being 
no direct questions in the interview protocol about the Recipient Parents’ perceptions 
of their Link Parents, all reflected on how they perceived their Link Parent. The results 
revealed a broad range of appraisals of the Link Parents’ characteristics from practical 
competence to emotional stability. Such broad range of reflections feed into the pool of 
characteristics for future research in terms of what is valued by Recipient Parents in 
their Link Parents. 
 
In terms of Recipient Parents’ perceptions of Link Parents’ attitude towards providing 
support, even those who had a less positive experience felt the Link Parents’ intent was 
to be helpful. Such a positive evaluation of Link Parents’ intentions may influence the 
overall experience as more positive, compared to those who have financial or other 
incentives.  
 
  4.1.3.2 Navigating the relationship 
This subtheme encapsulates various elements ranging from practical arrangements to 
defining and negotiating the relationship. The challenges posed by practical difficulties 
such as whether the Link Parent or Recipient Parent takes the lead in the organisation 
of support have been reported previously. Shilling et al. (2012)’s review reported the 
challenges practical constraints can have in terms of posing barriers to support. 
However, the current study revealed more nuanced difficulties in negotiating the 
support, perhaps because of differing expectations of participants. Some Recipient 
Parents reported being unclear about who should be facilitating the support, and 
therefore assuming it was the role of the Link Parent.  
 
The interpersonal aspect of the relationship was also included under this subordinate 
theme. The variations between Recipient Parents in how the relationship was perceived 
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and challenges in defining the relationship were reported. The fluidity of the 
relationship has not been explored in paediatric research. The shared identity or sense 
of solidarity between participants has been explored previously (Shilling et al. 2012). 
However, the current findings have detailed the consequences of such connection 
sometimes developing into something more akin to a friendship. Such themes have 
emerged from adult peer mentor qualitative data regarding the difficulties in coping 
with the blurring of boundaries in peer relationships (Embuldeniya et al., 2013). The 
potential for blurred boundaries between peers has not emerged in paediatric 
qualitative accounts and is therefore important to consider in terms of future research, 
particularly as challenges in this domain were also reported by Link Parents (section 
3.9.2).  
 
  4.1.3.3 Expectations of support 
The final subordinate theme supports previous research regarding the challenges of 
navigating a peer relationship when neither the mentor nor mentee has experience of 
such support. Recipient Parents’ expectations were understandably optimistic 
considering their voluntary participation in the study. This is in keeping with Shilling et 
al. (2012)’s findings that where support is felt to be imposed, engagement and 
expectations are lower. However, the results have revealed the potential for negative 
consequences when expectations are high, particularly when peer support is the only 
supportive option. 
 
The results regarding expectations also related to the expectations of the process of 
support, particularly around levels of formality. The positive surprise that the support 
was more informal than the support offered by medical professionals is in keeping with 
Rearick et al. (2011) regarding the positive degree of flexibility.  
 
 4.1.4 Recipient Parents Super-ordinate Theme 4: Impact of  Support 
The ‘Impact of support’ super-ordinate theme is comprised of four subordinate themes 
which relate to different elements of impact and broader influences on the participants’ 
uptake of support: finding the new normal; degrees of scepticism around guidance of 
Link Parents; influences on uptake of support; looking to the future. 
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  4.1.4.1 Finding the new normal 
The first subtheme is most consistent with previous literature as it relates to the 
normalisation and validation of feelings which is described by Rearick et al. (2011) and 
Shilling et al. (2012). Recipient Parents reported feeling reassured that it was possible 
to adapt to life with diabetes whilst having their emotional reaction validated. It also 
illustrates the impact on the normal adjustment process described in Whittmore et al. 
(2012)’s review but demonstrates the impact that can be had in containing that process.  
 
The results provide insight into the variation that can occur in terms of what 
adjustment meant for the Recipient Parents. For some, being able to practically cope 
and therefore resume a ‘normal life’ was more helpful. For others, being able to feel 
emotionally validated and able to process their feelings was useful. It again highlights 
the very individual reactions and therefore the need for sensitive and responsive 
support from Link Parents which is in keeping with findings from adult peer literature 
regarding the idiosyncratic nature of such support (National Voices, 2013). The results 
support Simoni et al. (2011) and Dennis (2003)’s hypotheses that peer support serves 
to enhance self efficacy and social norms. Normalising experiences enhanced the 
Recipient Parents’ perception of their ability to cope and feel part of a different set of 
social norms. 
 
  4.1.4.2 Degrees of scepticism around guidance of Link Parents 
The second subtheme of degrees of scepticism around guidance of Link Parents 
provided new insight into how parents who receive peer support, process and use the 
support provided to them. Unlike Rearick et al. (2011) and Shilling et al.’s (2012) 
findings which paint Recipient Parents as more passive in receiving support, the current 
findings provide evidence of them actively processing the information to determine 
what will be useful for them. It also provides evidence of Recipient Parents’ adjustment 
process developing in conjunction with support as they become more comfortable and 
therefore more willing to trust their own judgement over others. However, this was a 
period of great change for the parents so it is important to be mindful that the 
interviews were undertaken months after the end of the support therefore the 
processing of support content may have happened after the support was provided as 
the adjustment process continued, rather than as the support was provided. The degree 
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of processing information before integrating it into practice has been reflected in 
Embuldeniya et al. (2013)’s qualitative review. However, the timeline in relation to 
diagnosis has not been reflected before and brings together ideas from adjustment and 
peer mentor literature. 
 
  4.1.4.3 Limiters to impact and uptake 
The final subtheme represents the limiters to the uptake and utilisation of support. The 
results support the barriers described by Shilling et al. (2012) in terms of the difficulties 
in confiding with a stranger being felt by some participants as they chose to use other 
sources of support instead. It also provides new insight into the changing support needs 
of Recipient Parents as they adjust at different rates and therefore have different needs 
for support. Such insight would be useful in preparing future Link Parents for the 
possibility of decline in need due to the normal adjustment process not their skills in 
supporting.  
 
 4.1.5 Link Parents Super-ordinate Theme 1:  Attitudes towards the Project 
The first super-ordinate theme for the Link Parents relates to their attitudes towards 
various elements of the project, including the wider project system. The super-ordinate 
theme is comprised of three subordinate themes: relationships with other Link Parents; 
containment and preparation by project leads; motivation to support others. 
 
  4.1.5.1 Relationships with other Link Parents 
Link Parents described the unexpected support they received from other Link Parents 
through training and subsequent meetings. The empathy between Link Parents and 
opportunity to explore their experiences was a welcome bonus to many parents. This 
theme replicates findings of Sullivan-Bolyai and Lee (2011)’s regarding the relationship 
between mentors. Sullivan-Bolyai and Lee reported the ‘informal bonds’ between 
mentors particularly around continuing to learn new ways of coping with T1DM. In the 
present study the practical elements were reported however there was also a feeling of 
emotional support between Link Parents. The results indicated an enduring 
vulnerability amongst Link Parents, as their identity as a parent of a child with T1DM is 
constant despite supporting others. The results also revealed the degree of value placed 
on the support from other Link Parents as some parents reported a feeling of loss at the 
Chapter 4 - Discussion 
131 
 
end of the project. This enduring vulnerability and sense of loss maps onto Embuldeniya 
et al. (2013)’s theme of ‘emotional entanglement’;  their experience that makes them a 
positive presence as a peer also leaves them vulnerable to getting lost in the experience 
of their mentee and being a mentor.  
 
The degree of value placed on the support from other Link Parents may also reflect the 
lack of support the Link Parents had following their diagnosis. Whilst this was a key 
factor in motivating many of the Link Parents to engage with the project (see section 
3.7.3), it also provides insight into the need to safeguard the wellbeing of Link Parents 
and ensure they are supported through the process.   
   
  4.1.5.2 Containment and preparation by project leads 
The second subtheme relates to the perception of the training and trainers which 
comprised the wider system of support around them. Previous results from Sullivan-
Bolyai and Lee (2011), revealed that mentors did not enjoy certain elements of the 
training. The authors stated that changes would be made to the training to reflect their 
views in future peer mentoring programs. The current study has expanded on these 
findings as the Link Parents reflected on the collaborative approach to training which 
enabled them to feel that they had some agency in the process of training. Compared to 
the more prescriptive approach of Sullivan-Bolyai and Lee, this appeared to be well 
received.  
 
This subordinate theme also relates to the support provided beyond the initial training. 
The results indicated the value of knowing there was support available if needed 
throughout the project. Sullivan-Bolyai and Lee (2011) results described participants 
appreciating the availability of easily accessible and responsive support. This was 
replicated in the current study, indicating that even if the support is not needed, it is 
viewed as in important safety net for Link Parents to able to do their work. 
 
  4.1.5.3 Motivation to support others 
The current study provides new insight into the motivation of those who seek to 
support others. The notion of volunteering in order to spare others the difficulties Link 
Parents had faced in coming to terms with their child’s diagnosis illustrates that the 
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grounding in personal experience goes beyond the content of support to the 
philosophical perspective of participants. Mentors’ own experiences being central to the 
support provided has been explored in previous research (Sullivan-Bolyai & Lee, 2011; 
Shilling et al., 2012)., The sense of protecting others from the negative experiences 
mentors have endured has not been explored in paediatric peer mentoring previously, 
however it links to a theme from adult peer data in terms of a desire to foster hope for 
the future (Embuldeniya et al., 2013; Walker & Bryant, 2013). Link Parents’ connection 
with their ongoing negative emotions in terms of their own adjustment could also 
provide further support for Lowes and Lynne (2000)’s chronic sorrow model as the 
Link Parents remain in tune with negative emotional experiences years after their 
child’s diagnosis.  
 
4.1.6 Link Parents Super-ordinate Theme 2: Support Provided 
The findings relating the Link Parents’ perceptions of the support they provided map 
closely onto Sullivan-Bolyai et al. (2004)’s intervention model of informational, 
affirmational and emotional support on which the PLUS programme is based. Within 
the support provided four subordinate themes emerged: grounded in own experience; 
mapping training onto reality; managing emotional experiences; illuminating an 
uncertain future. 
 
  4.1.6.1 Grounded in own experience 
The position of Link Parents’ own experience as central to the support provided mirrors 
the intervention model of Sullivan-Bolyai et al. (2004). It also reflects previous findings 
regarding mentors accounts of their application of the model (Sullivan-Bolyai & Lee, 
2011). The results reflect use of personal experience to provide affirmational and 
informational support in varying degree across participants, in line with Sullivan-Bolyai 
et al.’s model and the training provided by PLUS project leads. The findings also reflect 
the multi-dimensional mode of action the support operates in hypothesised by Dennis 
et al. (2003) and Simoni et al. (2013). The personal experience is at the centre of the 
support but can be used for varying ends from practical/educational to 
social/emotional support. 
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Whilst previous research has reflected the idiosyncratic nature of such support 
(National Voices, 2015; Simoni et al., 2011), the results provide new information 
regarding the difficulties that can be experienced in judging how best to utilise Link 
Parents’ personal experiences. The Link Parents used their practical experiences in 
varying ways with some being directive in how to cope whilst others were keen to not 
communicate their ideas as the only option. In terms of emotional experiences, the 
results illustrate the challenging task of deciding how to use your own experiences to 
normalise and validate whilst also protecting yourself.  
 
  4.1.6.2 Mapping training onto reality 
The results reflect the first exploration of the reality of applying training to the mentor 
relationship. Sullivan-Bolyai and Lee (2011) referred to difficulties in training especially 
in terms role plays, they did not report difficulties in translating training to reality. The 
results of this study speak to the difficult balance between providing flexible, personal 
support to Recipient Parents versus providing containing preparation for the Link 
Parents. The containment and ‘rules’ were felt to be helpful in terms of setting up 
support and protecting the Link Parents’ safety. However, the results revealed to 
presence of self in Link Parents’ approaches to providing support. The need to interact 
with the Recipient Parent in an authentic way and keep the Recipient Parent’s needs at 
the core of the contact was felt by some to be at odds with adhering to the training.  
 
  4.1.6.3 Managing emotional experiences 
This subordinate theme relates to the ‘emotional support’ within Sullivan-Bolyai et al. 
(2004)’s model for intervention. The results replicate those of Sullivan-Bolyai and Lee 
(2011) in that all Link Parents provided an opportunity for Recipient Parents to reflect 
on their emotional experiences. However, the results provide new information about 
how some Link Parents dealt with emotional accounts of Recipient Parents. Sullivan-
Bolyai and Lee (2011)’s results indicate that mentors provided an ‘active listening’ form 
of support, by acknowledging and validating the emotional experiences. The results of 
the current study reveal broader ways that Link Parents dealt with emotional accounts. 
The ‘managing’ element of the subordinate theme is indicative of the more active role 
Link Parents took in supporting Recipient Parents, beyond active listening. The Link 
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Parents in this study described more accounts of using their own experiences to 
normalise the Recipient Parents’ experiences.  
 
The use of personal experiences led some parents to develop a stronger personal 
connection with their Recipient Parents. Whilst this was perceived as a helpful 
experience by both Link and Recipient Parents, the emotional exposure of using their 
own experiences has wider implications for protecting the boundaries of the 
relationship. Difficulties with boundaries has not been raised in paediatric research but 
again reflects the ‘emotional entanglement’ mentioned previously (Embuldeniya et al., 
2013). However, in keeping with Shilling et al. (2012)’s findings, Link Parents reflecting 
on their previous emotional experiences can have a positive impact in terms of helping 
them gain insight into the progress they have made.  
 
  4.1.6.4 Illuminating an uncertain future 
The act of Link Parents ‘illuminating an uncertain future’ for the Recipient Parents was a 
feature with more emphasis being placed on Link Parents position in time compared to 
the Recipient Parents. The nature of experienced peer mentoring means that Link 
Parents had lived through what the Recipient Parents still had to come. The impact of 
such negative reflections in peer support relationships has been reflected in group adult 
peer data (Embuldeniya et al., 2013) however it has not been raised in one-to-one 
qualitative accounts of peer mentoring. The results indicate a variability in how this 
time difference was used. For some participants it was used as a means of providing 
reassurance that the future will be easier. On the other hand other participants 
provided warnings with the intention of notice of difficulties that may be to come. The 
benefit of having Recipient Parents and Link Parents in the current study means insight 
into the negative perception of this type of warning was gained. 
  
4.1.7 Link Parents Super-ordinate Theme 3: Relationship with Recipient 
Parent 
The relationship between mentors and recipients has been reflected on by previous 
research, particularly in terms of the personal connection that differentiates their 
relationship from professionals. The relationship from the mentors’ point of view has 
not been explored in depth previously. Three subordinate themes are included: 
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personal connection; boundaries around self and relationship; dealing with ending of 
the relationship. 
 
  4.1.7.1 Personal connection 
The first subtheme of a ‘personal connection’ replicates previous research from 
Sullivan-Bolyai and Lee (2011) and Shilling et al. (2012), particularly because of the 
sharing of personal experiences as a means of supporting the Recipient Parents. It also 
supports the hypotheses of Dennis (2003) and Simoni et al. (2011), that the 
implications of a shared experience are the cornerstone of the efficacy of such support. 
However, the current research provides deeper understanding of the implications of 
such a personal connection for the parameters and boundaries of the relationship. For 
some Link Parents the personal connection was welcome as it transformed the 
relationship to something akin to a friendship. However, for others the transformation 
was more challenging to manage as they did not feel such a connection and did not want 
the relationship to move beyond the boundaries of mentor/mentee.  
 
  4.1.7.2 Boundaries around self and relationship 
The second subordinate theme reflects the difficulties in managing the boundaries 
around the relationship, both practically and personally. In terms of personal 
boundaries, the natural consequence of the personal connection between Link and 
Recipient Parents is a need to renegotiate parameters of the relationship. Personal 
boundaries have not been explored in the paediatric peer support literature before, 
although such boundaries have been examined extensively in literature relating to 
professional therapeutic relationships and in adult peer literature (Embuldeniya et al., 
2013; Kagle & Giebelhausen, 1994; Okamoto, 2003; Peternelj-Taylor, 2002).  
 
The subordinate theme also relates to the practical boundaries. Link Parents reflected a 
difficulty in balancing a communication of availability to support the Recipient Parent 
and desire not to impose their support. This subtheme provides new information 
regarding the application of Sullivan-Bolyai et al. (2004)’s model which emphasised a 
Recipient Parent led approach in which the mentor is responsive to their needs. 
However, if a Recipient Parent experiences feelings of indebtedness as the Link Parent 
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provides a voluntary service (section 3.4.1) then they may not feel able to take a lead on 
organising support, creating an impasse.  
 
 
  4.1.7.3 Dealing with ending of the relationship 
The third subtheme refers to the difficulties in managing endings amongst the Link 
Parents. Although the intervention followed the same six month pattern used in 
Sullivan-Bolyai et al. (2004; 2010), the issue of endings was noted by Link Parents in 
this study which was not reported in Sullivan-Bolyai and Lee (2011) or Shilling et al. 
(2012). This may represent the difficulties in boundaries and navigating the 
relationship that was raised by Recipient Parents and Link Parents that has been 
reflected in previous findings in adult peer mentoring (Embuldeniya et al., 2013). 
Where the relationship becomes more than a professional one, the issue of endings 
becomes more challenging to manage.   
 
The results also provide new information about the impact an unsatisfying or unclear 
ending can have on Link Parents. Some Link Parents experienced Recipient Parents’ 
needing only a small amount of support which was unexpected. Whilst the Link Parents 
in the current research rationalised the lack of uptake, the results provide information 
about the vulnerability that Link Parents could have in terms of internalising the 
reasons for lack of uptake. The results also provide further evidence of the need for 
close support from project leads to help Link Parents navigate such transitions which go 
beyond the need for clear communication of endings from the research team and touch 
on the more personal nature of the experience.  
 
4.1.8 Link Parents Super-ordinate Theme 4: Understanding the Impact of 
Support 
The final super-ordinate theme refers to Link Parents’ attempts to make sense of the 
impact their support had on the Recipient Parents. The super-ordinate theme is 
comprised of three subordinate themes: difficulty assessing impact made; perceived 
value of live experience; emotional impact on Link Parent. 
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  4.1.8.1 Difficulty assessing impact made 
Link Parents experienced difficulties in gauging the impact their support had provided. 
The Link Parents in this study appeared less certain of their impact yet hopeful of 
making a positive impact. Sullivan-Bolyai and Lee (2011)’s results reflected more 
confidence from the mentors in terms of the impact they had. The results of this study 
may represent a cultural difference between North American and British populations in 
terms of self-confidence or a genuine difference in perceived impact. The lack of 
confidence may also reflect the knowledge Link Parents had that the researcher was 
also interviewing Recipient Parents, and therefore not wanting to appear confident in 
case the Recipient Parent provided a less positive account. 
 
More broadly the difficulty measuring impact may again provide some insight into the 
challenges of quantifying the impact of this type of peer support. The results of this 
study illustrate the breadth of relationships and support that have been provided within 
even a small group of participants. This mirrors the broad nature of attempts to 
theorise the mechanism of peer support by Dennis (2003) and Simoni et al. (2011). The 
hypotheses generated have proffered a range of mechanisms of action for what appears 
to be a simple intervention. The variability provides insight into the challenges in 
measuring the impact of peer support interventions through quantitative methods 
(Sullivan-Bolyai et al., 2004; 2010; 2011; Shilling et al., 2012). Quantitative methods 
may only assess specific modes of action and therefore not represent the range of 
impact that peer interventions have.  
 
  4.1.8.2 Perceived value of lived experience 
Despite difficulties in determining the impact made, Link Parents’ who reported a 
perceived impact, accounted for it by the value of lived experience. The centrality of 
shared experience and shared identity within the results replicates previous findings of 
Newell and Hahessy (2013), Shilling et al. (2012) and Sullivan-Bolyai and Lee (2011). As 
mentioned previously (section 4.1.6.4), the position of Link Parents as being ahead in 
terms of time dealing with T1DM, is reflected more prominently in this study than 
previously. As a result the perceived value of lived experience lay in a perception of 
offering hope for the future. This hope was sometimes through Link Parents providing 
practical advice to help the Recipient Parent move forward. However, unlike previous 
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findings, some Link Parents reflected that they felt the Recipient Parent being able to 
witness someone who has adjusted and is coping, had impact in of itself. In this way the 
findings reflect those of mental health services peer interventions where the distance in 
time is felt to be of value in of itself (Walker & Bryant, 2013). 
  
  4.1.8.3 Emotional impact on Link Parent. 
Link parents also reflected on the impact providing support had on them personally, 
both negative and positive. The effect of reflecting on difficult memories is a challenging 
process although for some it meant using negative memories for a positive process, 
thereby replicating Shilling et al. (2012)’s results regarding the use of memories in 
support. In addition, the positive outcome of being able to process memories and build 
relationships with other Link Parents was reported. Sullivan-Bolyai and Lee (2011) 
reported similar results in terms of the positive connection mentors made with one 
another.  
 
4.2  Clinical and Service Implications 
 
The results of this study provide insight into the experiences of parents involved in an 
experienced peer mentor intervention. It also provides evidence of the positive impact 
the intervention can have for both those receiving and providing support. However, 
there are lessons which can be carried forward to future work and application of this 
intervention. As such, the research has three main clinical and service implications: 
 
 4.2.1 Unique Contribution of Peer Support 
The results have illustrated the unique contribution this type of support can provide 
compared to professional led support. The validation and normalisation provided by 
Link Parents from a position of personal rather than professional experience is a 
distinctive feature of this type of support. The sense of genuineness perceived by 
Recipient Parents within the Link Parents was therefore significant in terms of the 
subsequent impact. In addition, reflections by the Link Parents regarding the type of 
support they would have wanted being a key motivator reveals the desire for such 
support by parents.  
 
Chapter 4 - Discussion 
139 
 
The results illustrate the idiosyncratic nature of the impact such support can have. The 
benefit of research through an IPA methodology enables exploration of such complexity. 
It provides further evidence for the consideration of the needs of the Recipient Parent in 
relation to their pairing with a Link Parent. The results have shown the consequences of 
a mismatch in pairing between Recipient and Link Parents even when their pairing is 
carefully considered. For Recipient Parents to benefit from the unique contribution peer 
support can have to their adjustment process, careful planning and monitoring of the 
pairing is crucial.  
 
Beyond the implications for the individual, the results provide evidence for service user 
based interventions within a broader healthcare context. For the UK, where an 
increasingly pressured economic climate within the NHS places strains on clinical 
support services, such routes of support provide an economically sustainable 
alternative intervention. The results have illustrated that with the investment of 
training and supervision, the Link Parents were able to provide a flexible and 
responsive service which the NHS would struggle to provide. In terms of the evidence 
discussed in Chapter 1 of the implications for parents and children with T1DM of a 
difficult adjustment process, investment in such interventions could have long term 
positive outcomes for the coping and management of families.   
 
 4.2.2 Protecting the Link Parents 
The study has provided insight into the effect providing such support can have on Link 
Parents. The Link Parents reflected on two areas of negative impact: memories 
resurfacing of the challenging period post diagnosis and balancing the enduring 
challenges of managing T1DM. These themes pointed to the vulnerable position Link 
Parents can hold because of their ongoing position as a parent of a child with T1DM. 
Therefore considerations need to be taken into account in future application of such 
support. The screening of prospective Link Parents is crucial to identify parents who are 
psychologically ready and able to provide such support. The PLUS project worked 
closely with local diabetes teams to identify those who could provide support. Such 
knowledge of a parent’s coping and general wellbeing were vital in selecting those who 
would be able to comfortably provide support therefore minimising psychological risk 
to either the Link or Recipient Parents. However, the nature of T1DM means that its 
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management can fluctuate particularly as a child develops their own sense of autonomy 
with age. Link Parents who are coping well at the point of volunteering to provide 
support may encounter difficulties at some point in the process. Therefore careful 
support and monitoring of the Link Parents is important in order to protect them from 
overstretching themselves but also the Recipient Parent whose support may be 
compromised. 
 
The results from the Recipient Parents’ accounts illustrate the potentially negative 
experience when Link Parents are currently or have recently struggled with the 
management of T1DM. Whilst, it would not be in the Recipient Parents’ interest to 
shield them entirely from the reality of T1DM, exposure to Link Parents’ raw emotional 
responses can be detrimental to the Recipient Parents’ adjustment process. The PLUS 
project offered frequent meetings for the Link Parents throughout the process to 
monitor the progress and provide support. However, for future research perhaps 
monitoring of the Recipient Parents’ experiences or closer links between the 
supervising team and the Recipient Parents would also be helpful. This study was time 
limited in that Link Parents only offered support from six months. If such support was 
developed over a longer period the scope for fluctuations in Link Parents’ coping would 
be greater therefore increasing the need for the provision of support and monitoring of 
progress.  
 
A final aspect of safeguarding the Link Parents whilst also enabling them to develop 
their supportive skills is in providing a space for them to process their own experiences 
prior to supporting others. The results indicated how many of the Link Parents were 
motivated to support others because of their own lack of support. Whilst such 
motivating factors are to be expected, if this lack of support has led to unresolved 
experiences, supporting a Recipient Parent through a similar period could be 
psychologically difficult. The PLUS project provided a space for Link Parents to recall 
and reflect on their own experiences of diagnosis in the context of role playing. 
However, the results showed that outside of practicing supporting others, this 
experience enabled them to reconnect with their experiences of diagnosis in a safe and 
supportive environment. Providing such opportunities would be crucial for future 
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provision of such interventions to psychologically support the Link Parents before they 
support others.  
 
 4.2.3 Adjusting Training of Link Parents 
The insight gained from the results could be used in varying ways to inform the training 
of future cohorts of Link Parents should the model of intervention be taken forward in 
the UK. The training provided to the Link Parents within PLUS project was based on that 
described in Sullivan-Bolyai et al. (2004, 2010, 2011) which was developed for use with 
a North American population. As mentioned previously, this was the first known 
adaptation of this model and training materials for a UK population and the qualitative 
results could provide information regarding any further adaptations that need to be 
made.  
 
In general terms the Link Parents provided support which was close to the training 
provided. However, themes from the Recipient Parent accounts could be used to inform 
future Link Parents of experiences of those who have already been through the peer 
mentoring process. Generalisation of qualitative results such as those described would 
be inappropriate. However, given that this is the first exploration of such support in the 
UK, any points of learning that can be passed onto future Link Parents would be 
important. For example, reflections on the barriers to uptake of support from the point 
of view of the Recipient Parents could be communicated to Link Parents. Factors such as 
the normal adjustment process differing between individuals affecting the need for the 
support changing over time and between different parents. Knowledge that factors 
beyond their control can affect uptake may safeguard the wellbeing of Link Parents and 
reduce the chance of reaching conclusions that the lack of engagement is due their own 
skills in supporting the Recipient Parent. In addition, Link Parents could be informed of 
the barrier that confiding in an unfamiliar person can pose to engagement with support, 
particularly when a familiar person is available as an alternative. Again such reflections 
could provide Link Parents with reassurance and context for any difficulties with 
engagement from the outset. Furthermore, the accounts of lack of familiarity as a 
barrier to engagement on the one hand and the value of support from a Link Parent 
when the relationship is close on the other hand, could be used to emphasise the need 
for focus on developing a trusting relationship with the Recipient Parent.  
Chapter 4 - Discussion 
142 
 
 
In terms of informing future training in what support to provide, the results from the 
Recipient Parents’ point of view, particularly the idiosyncratic use of support, should be 
reflected to Link Parents. Training Link Parents in asking direct questions about the 
type of support they would like may help the steam line the supportive relationship. If 
trainers acknowledge that the Recipient Parents may differ in terms of the type of 
support they desire compared to Link Parents, it may prevent Link Parents defaulting to 
the type of support they would have liked. An additional element of direction would be 
to provide explicit caution in Link Parents’ use of their own negative experiences. Again 
by training Link Parents to ask questions about what will be helpful to hear, it would 
safeguard Recipient Parents from exposure to difficult reflections before they feel ready.  
 
4.2.4 Suitability Assessment of Link Parents  
The results have raised the need for further development of the suitability assessment 
of Link Parents. In the current study potential mentors’ suitability was assessed on the 
basis of a Consultant Clinical Psychologist and Clinical Nurse Specialist’s clinical 
judgment against a number of criteria (Appendix XI). This was in line with previous 
parent peer mentoring programs such as Sullivan-Bollyai et al. (2004; 2010). However, 
as this was pilot study of a mentoring program, the inclusion of less appropriate 
mentors may have reflected inexperience of the clinical leads’ in running such 
programs. Therefore, future application of mentoring schemes by this research team 
can now draw on the study’s findings based on their experience of facilitating the 
process. For future clinical application, services may consider having the decisions 
made by the metabolic multidisciplinary team in order to pool the knowledge and 
experience of professionals and their interactions with parents and families. Whilst this 
may not be possible within the tight time scheduling of research trialling it may be 
possible if such programs are applied directly to clinical services.  
 
A further future option may also be to develop a more formalised assessment of peer 
mentors for future provision of such services. There are instances of such formalised 
measures being developed in educational mentoring schemes (van Rensburg & Roodt, 
2005). Operationalisation of the criteria used in this study alongside that used in 
Sullivan-Bollyai et al. (2004; 2010) may be possible. In addition, conducting further 
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research with previous Recipient Parents to collate desired characteristics, from their 
point of view may be used as a basis of suitability assessments. The results have 
highlighted the importance of Link Parents’ previous experiences, ways of coping and 
emotional processing in terms of the support that they offer. Therefore use of 
formalised measures of coping such as the MultiDimensional Coping Inventory (Endler 
& Parker, 1990) or of adjustment such as the Parent and Family Adjustment Scales 
(Sanders et al., 2013) may provide helpful insight. It is however important to 
acknowledge that even the most finely tuned psychometric assessment procedures can 
guarantee perfect eligibility across individuals. Therefore, any formalised measure 
would need to be used alongside the clinical judgement of the professionals who have 
working experience of the particular mentors.  
 
 4.2.5 Matching Recipient and Link Parents  
The results of this study and that of previous research (Rearick et al., 2011; Sullivan-
Bolyai & Lee, 2011) have provided evidence of the need for close consideration of how 
Link and Recipient Parents are matched. Compared to others types of peer support 
where participants are at similar stages of adjustment, this type of support brings 
together people who are at very different stages. Whilst this allows experience based 
support to be provided, the intensity of such one to one support provides greater 
potential for a negative impact of mismatching participants. The results have illustrated 
the varying degree of practical versus emotional support provided and desired by Link 
and Recipient Parents.  
 
The participants were matched based on the PLUS project leads’ clinical judgement. For 
future exploration of the intervention more systematic assessment of Recipient Parents 
needs prior to matching would be helpful in considering how an appropriate match is 
made. Based on the findings of this study an assessment could be carried out regarding 
the following dimensions of the peer mentoring experience: 
1. Their expectations of the type of relationship (friendship versus 
professionalism) 
2. Their needs in terms of support (practical versus emotional) 
3. Any type of support or information they would not like to received 
4. How they would prefer to be supported (i.e. frequency, modality) 
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Use of such information alongside the information gained from the suitability 
assessment could be used in the pairing of Link and Recipient Parents. In addition, 
understanding the approach Link Parents take to T1DM management would be helpful 
in matching them with a Recipient Parent. The training process enables the PLUS 
project leads to gain some insight into different Link Parents’ approaches. Educational 
mentoring programs use pre-match social activities to allow mentors and mentees to 
interact (Mentoring Australia, 2000). This may allow mentees and mentors to feedback 
on possible matching based on previous interactions rather than a blind meeting. Such 
events may also serve as an ‘ice breaker’ to ease the start of the relationship.  
 
4.3  Strengths and Limitations of the Study 
 
The study aimed to provide in depth insight into the experiences of parents supporting 
and being supported by other parents. As described in Chapter 2, a qualitative 
methodology was adopted in order to meet these aims. Chapter 2 also outlined key 
markers of quality in qualitative papers (Elliott et al., 1999). With these in mind, the 
current study has a number of strengths and weaknesses in terms of its methodology: 
 
 4.3.1 Strengths of the Study 
The current study has a number of strengths according the Elliott et al. (1999)’s criteria. 
The researcher provided an in depth position statement to provide a context for their 
perspective. In addition a reflective diary was kept through the research process and an 
abstract from different stages of research was provided. This enabled the researcher to 
consider their own thought process throughout the research.  
 
The result section was consistently grounded in examples from the direct text. Each 
subtheme was supported by a number of extended quotes. This provided the reader 
with direct material by which to appraise the themes. In addition to direct quotes the 
results were further ratified through review by external readers who were not involved 
in the qualitative analysis process. This offered an additional perspective to enhance the 
quality of the results and provide an assessment of their resonance in terms of the 
current research base.  
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Beyond the quality of the specific qualitative methodology the current study has 
strengths in terms of its overall design. The study provided insight into the perspectives 
of those on both sides of the supportive dyad which has not been reported previously. 
The qualitative design meant that in depth study of the experiences of participants 
could be gathered.  
 
 4.3.2 Limitations of the Study 
Despite attempts to ensure the methodological quality of this study, there are a number 
of limitations in terms of methodology. Firstly, Elliott et al. (1999) sets out that 
qualitative research should ‘situate the sample’ by providing information regarding the 
participants to contextualise their accounts. However, due to constraints over 
confidentiality between the Link and Recipient Parents, information regarding the 
specific hospital locations and demographic information for the participant and child 
with diabetes could not be reported. Ultimately concerns about safeguarding the 
privacy of participants were prioritised over implications for quality. 
 
A further limitation according to Elliott et al.’s criteria is in relation to  providing 
credibility checks. The researcher did provide external credibility checks via review of 
results by other researchers and clinicians. However, credibility checks with 
participants were not provided which would have raised the level of credibility overall.  
 
Outside of Elliott et al.’s criteria there are further limitations to the current study, 
particularly surrounding the sampling used. An opportunity sampling technique was 
used to gather participants for the study. All Link and Recipient Parents were contacted 
to arrange an interview however as stated in Chapter 2, not all were willing to 
participate. It is therefore possible that the sample is skewed towards those who had a 
more positive experience of this study. There are examples of negative accounts 
amongst the participants interviewed for the study however it is possible that those 
who chose not to participate had a markedly different experience which was not 
captured in this study. A second limitation of the study is the lack of synthesis between 
the accounts of Link and Recipient Parent pairs in the study. Synthesis of the accounts 
would have allowed for greater enrichment of insight if the accounts of both members 
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of the pair were presented alongside each other throughout the study. However, as 
mentioned previously, the small sample from a small community meant this was not 
possible without breaching the participants’ confidentiality.  
 
A final limitation for this study relates to the IPA methodology being used to analyse 
two samples separately. There are some examples of themes overlapping with one 
another, particularly around the process and content of support. It is therefore possible 
that the analysing of Link Parent data, which was analysed second, was influenced by 
analysis of the Recipient Parent data. However, attempts to utilise and reflect on the 
contents of the reflective diary through the analysis process was used to increase 
awareness of this. In addition, grounding in examples and credibility checks provides 
assurances that emergent themes are relevant to the Link Parent data rather than the 
Recipient Parent data set.  
 
4.4 Future Directions 
 
This study sought to gain insight into an intervention about which data has not be 
published in the UK before. It therefore follows there are a number of directions future 
research in this area could take: 
 
4.4.1 Further Investigation of the Intervention 
The systematic review undertaken in Chapter 1, highlighted the lack of replication of 
results for interventions with parents of children with T1DM. It is unclear why attempts 
have not been made to replicate results when authors have reported promising 
outcomes. A key aspect of further work to be done for the research outlined in this 
study is therefore to conduct repeated delivery of the intervention to understand its 
effect in the broader population. This intervention, as with many of those included in 
the systemic review, was based in real services. It may therefore be that for previous 
research, the initial positive results provided enough impetus to deliver the 
intervention more widely without collecting further data regarding its effect. It is 
acknowledged that time and resources for research within services is often constrained 
which may be the reason behind the lack of replication of results. However, it is creating 
gaps in the literature which contributes to a lack of evidence based interventions for 
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parents of children with T1DM. It is therefore important that the PLUS intervention 
outlined in this study is further researched both through quantitative and qualitative 
methodologies to provide depth of insight into its impact.  
 
Furthermore, there is a need to research the impact and experience of those receiving 
and delivering such interventions from a broader population. In keeping with IPA 
methodology, the population in this study have been relatively homogenous which has 
provided insight into the shared experiences of the particular group. However, future 
research could explore the experiences of participants from non white-British ethnic 
groups, single parent families and varying geographical regions. Research with more 
diverse populations would provide valuable information about the utility and effect of 
such interventions and therefore support provision of future services.  
 
4.4.2 Further Development Link Parent Training 
The insight gained from this study has raised possible alterations that could be made to 
future training of Link Parents (see section 4.2.3). As a result future research should 
endeavour to take these issues into account when designing training. Insight gained 
from this research into factors which reduce or halt the need for support could be 
provided to the Link Parents when they are trained. For example, reflecting that 
Recipient Parents will move through a normal adjustment process which is different for 
everyone and they may therefore need only a small amount of support. Measuring the 
differences in terms of the support provided and the impact it has on Link Parents’ 
perceived self-efficacy would in turn help develop and refine the training.  
 
An additional element of preparation for the Link Parents would be placing an emphasis 
on developing a relationship with the Recipient Parent. The results of this study 
illustrated that some Recipient Parents sought support elsewhere, often within their 
existing support network which replaced the need for Link Parent support. This 
together with evidence from Shilling et al. (2012)’s review provides evidence that 
difficulties confiding in a stranger was a key barrier to uptake of support. Further 
research could measure the difference made by adjusting the training to place more 
emphasis on fostering a relationship in terms of uptake and psychological adjustment. 
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Balancing the intimacy of that relationship with boundaries between the Link and 
Recipient Parents would also need to be considered.   
 
4.4.3 Synthesis of Link and Recipient Parent Accounts 
A key limitation of the current study is the lack of synthesis across Link and Recipient 
accounts, due to confidentiality constraints. The lack of synthesising across the results 
meant an opportunity for another layer of insight in terms of the similarities and 
differences between accounts of a shared experience was missed. Future research 
should therefore endeavour to study paired accounts. There would be challenges in 
terms of issues of confidentiality if this type of data analysis and reporting were 
pursued. The participant would recognise their own account and therefore the paired 
parent’s account. Knowledge of this may limit the degree of honest reflection on the 
experiences particularly if they are negative. However even if such challenges meant 
that only pairings which were felt by both parents to be successful were included 
greater understanding of the components of a positive peer mentor relationship would 
be gained. This understanding could then be used to promote positive practice, 
emphasising what makes for good support rather than avoiding factors constituting 
poor support.  
 
4.5  Conclusion  
 
The current study sought to gain insight into the experience of parents of children with 
T1DM supporting and being supported through an experienced peer mentoring 
program. The study was undertaken based on a large evidence base concerning the 
impact CCC can have on a child and their wider family system. Evidence that the 
adjustment and coping of parents has a key role in the psychological and physical 
wellbeing of the child therefore led to exploration of parent based interventions. This is 
the first reported study which has explored the use of experienced peer mentoring for 
parent of children with T1DM in the UK. 
 
The results of this IPA study revealed in depth insight into the experiences of parents 
receiving and providing support. Themes from the Recipient Parents provided insight 
into coping following their child’s diagnosis, the process and content of the support 
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provided and the effect the support had. Themes from the Link Parents provided insight 
into their attitudes towards the project, the support provided, their relationship to the 
Recipient Parents and the perceived impact. The results have illustrated the 
idiosyncratic experiences of those providing and receiving support. However, the 
results have provided a promising picture in terms of the positive experiences and 
impact on Recipient Parents and Link Parents. Further exploration of this intervention 
with a broader UK population alongside continued refinement of the facilitation of the 
programme is important in moving forward. 
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Appendix I 
Further Information about Diabetes Mellitus Type 1 (T1DM) 
 
Diagnosis 
Children with T1DM most often present with a two to six week history of a classic triad 
of symptoms (Kumar & Clark, 2005). Firstly, polyuria (frequent urination) which occurs 
because ‘blood glucose levels exceed the renal threshold’ (p. 1108). Secondly, feeling 
thirsty more often than usually, because of the loss of electrolytes and fluid as a result of 
frequent urination. Thirdly, weight loss due to water loss and the lack of insulin causing 
a breakdown of fat and muscle.  
 
Patients who present with these symptoms will have their urine tested for glucose. 
Glucose would not normally be present in urine but would be in those with type 1 
diabetes. If glucose is detected then, then the diagnosis is confirmed by a blood test. If it 
is not detected then a glucose tolerance test can be undertaken to detect signs of type 1 
diabetes (NHS, 2014).  
 
For some patients, the journey to diagnosis is less smooth. If it is not detected at an 
early stage and the disease remained unmanaged, patients can present with diabetic 
ketoacidosis (Kumar & Clark, 2005). This occurs when the body breaks down fat as fuel 
as there is no insulin to break down glucose. The by-product of this process is the 
production of ketones, which can build up in the body. Patients present with 
hyperventilation, nausea, vomiting and abdominal pain. Such a presentation is a medical 
emergency and if untreated cause the patient fall into a coma and be fatal (RCP, 2004). 
 
Long term effects 
Following diagnosis, children and adults with T1DM are at long term risk of 
cardiovascular disease, kidney disease, retinopathy, nerve damage and loss of limbs, 
compared to the general population (NHS, 2014). People with T1DM have traditionally 
had significantly shortened life expectancy compared to the general population, with 
recent estimates from a longitudinal study of patients with T1DM indicating a difference 
of between 8-12 years compared to the general population. (Miller et al., 2012).   
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Appendix III 
Details of Excluded Papers from Systematic Review 
Author and Article Title Reason for exclusion 
Chernoff et al. (2002) 
‘A randomized, controlled trial of a community-based support 
program for families of children with chronic illness: Pediatric 
outcomes.’ 
No separate data 
reported for children 
with T1DM. 
Jaser & Grey (2010) 
‘A pilot study of observed parenting and adjustment in adolescents 
with type 1 diabetes and their mothers.’ 
Not an intervention 
study. 
Kichler et al. (2013) 
‘Effectiveness of groups for adolescents with Type 1 diabetes mellitus 
and their parents.’ 
Intervention aimed at 
parent and child. 
Konradsdottir & Svavarsdottir (2011)  
‘How effective is a short‐term educational and support intervention 
for families of an adolescent with type 1 diabetes?’ 
Intervention aimed at 
parent and child. 
Murphy et al. (2012)  
‘Randomized trial of a diabetes self‐management education and 
family teamwork intervention in adolescents with Type 1 diabetes.’ 
No parental 
psychosocial outcomes 
measured. 
Svavarsdottir et al. (2014) 
‘Strengths-Oriented Therapeutic Conversations for Families of 
Children With Chronic Illnesses Findings From the Landspitali 
University Hospital Family Nursing Implementation Project.’ 
No separate parental 
wellbeing data for 
children with T1DM 
Wysocki et al. (2000) 
‘Randomized, controlled trial of behavior therapy for families of 
adolescents with insulin-dependent diabetes mellitus.’ 
No parental 
psychosocial outcomes 
measured.  
Wysocki et al. (1999).  
‘Behavior therapy for families of adolescents with diabetes: Effects on 
directly observed family interactions.’ 
Publication date 
outside of inclusion 
criteria. 
Intervention aimed at 
family not parents 
alone.  
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Appendix IV. SURE Quantitative Review Scoring Criteria Table – Detailed View. 
Criteria Grey et al. (2011) Hoff et al (2005) Merkel & Wright 
(2012) 
Monaghan et al 
(2011) 
Ridge et al (2013) 
1. Does the study address a 
clearly focused question/ 
hypothesis? 
Yes Yes Yes Yes Yes 
Details Outlines two aims of the 
study and four hypotheses 
regarding the outcome of 
the intervention 
Outlines three 
hypotheses regarding 
outcome of the 
intervention 
General aim identified 
in terms of impact of 
intervention on 
parental self efficacy. 
Introduced prior to 
introduction so not 
framed by research 
base initially.  
Outlines two 
hypotheses regarding 
outcome of the 
intervention 
Outlines aims of pilot 
study to examine 
trends of impact 
1.1 Population/Problem? Yes Yes Yes Yes Yes 
Details Parents of preadolescent 
children (1-12years old) 
with type 1 diabetes versus 
'attention-control' group 
Parents of children 
under 18 years old with 
diagnosis of T1DM 
Parents of children 
with T1DM 
Parent of child with 
T1DM who is 2-5 
years old 
Parents of child with 
T1DM for more than 1 
year, aged 10-18 years 
old. 
1.2 Intervention? Yes Yes Yes Yes Yes 
Details Coping skills training 
intervention 
Uncertainty 
management group 
session 
Online social support 
platform 
Supporting Parents 
program  
Diabetes Orientated 
Learning Family 
Intervention 
(DOLFIN) 
1.3 Comparator/control? Yes yes No Yes No 
Details Group diabetes education 
intervention 
TAU No comparison group TAU No comparison group 
1.4 Outcomes? Can you identify 
the primary outcome? 
Yes Yes Yes Yes Yes 
Appendices 
174 
 
Details Clear outcome measures 
identified of depression, 
diabetes responsibility and 
parents diabetes quality of 
life 
Clear outcome measures 
identified of Perception 
of uncertainty, 
psychological distress 
and behaviour of child 
Two outcome measures 
identified 
Clear outcome 
measures identified 
of depression, 
perceived social 
support, illness 
related parenting 
stress, anxiety and 
treatment satisfaction 
Limited information 
regarding outcome 
measures- authors 
identified that they 
were unsure what 
they would find 
therefore sought to 
measure a broad 
range of outcomes. 
Only identified in the 
results. 
2. Was the population 
randomised? If YES, were 
appropriate methods used? 
Yes Yes n/a Yes n/a 
Details Randomised using 'sealed 
envelope approach' 
Staff member unfamiliar 
with participants 
'randomly selected 
sealed slips of papers on 
which numbers 
indicated group 
assignment' 
n/a Method not reported n/a 
3. Was allocation to intervention 
or comparator groups 
concealed? 
Can't tell No No Can't tell No 
Details No details regarding 
participants being 
informed of group 
allocation 
TAU group were aware 
of being in group and 
offered the intervention 
at later date from the 
outset.  
Group given 
information about the 
support platform. 
No details regarding 
participants being 
informed of group 
allocation 
All eligible families in 
the hospital's 
catchment area were 
included. 
4. Were participants/ 
investigators blinded to group 
allocation?  
Can't tell Can't tell No Can't tell No 
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Details No details provided 
regarding blinding 
No details provided 
regarding blinding 
No blinding No details provided 
regarding blinding 
No blinding 
5. Were interventions (and 
comparisons) well described 
and appropriate? 
Yes Yes No Yes Yes 
Details Theory based intervention 
drawing on literature 
regarding parental coping 
with chronic illness. 
Authors described 
appropriate alternative 
intervention as 
comparative sample 
Theory based 
intervention targeting 
illness uncertainty. 
Structure and training 
well described and 
detailed  
Very brief description. 
Frequency and 
interactional nature of 
use was not examined  
Theory and  evidence 
based supportive 
program used in 
adolescents with 
T1DM being applied 
to parents 
Theory based 
intervention using 
motivational 
interviewing 
techniques and 
provide opportunity 
for social support 
6. Was ethical approval sought 
and received? 
Can't tell Can't tell Can't tell Can't tell Yes 
Details No details regarding ethical 
approval 
No details regarding 
ethical approval 
No details regarding 
ethical approval 
No details regarding 
ethical approval 
Quoted ethical 
approval number 
from university 
7. Was a trial protocol 
published? 
Can't tell Can't tell Can't tell Can't tell Can't tell 
Details No details reported No details reported No details reported No details reported No details reported 
8. Were the groups similar at the 
start of the trial? 
No Yes n/a Yes n/a 
Details IG had significantly greater 
issues with coping, impact 
of QoL and diabetes related 
family conflict compared to 
control group. Difference 
was controlled for in 
analyses 
No significant 
differences in 
demographic 
parameters or baseline 
variables between 
groups. 
No comparison group No significant 
differences in 
demographic 
parameters or 
baseline variables 
between groups. 
No comparison group 
9. Was the sample size 
sufficient? 
Yes No No No No 
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Details 75 vs. 48 - Authors merged 
two data sets to achieve 
sufficient power. Power 
calculation not reported 
Authors reported power 
analysis required 65 
participants per group. 
However, only 31 
participants in IG and 28 
in control were 
recruited and retained. 
Limited data analysis 
possible. N= 9 
Author identified 
inadequate statistical 
power. N=24 
Author identified 
inadequate statistical 
power. N=17 
10. Were participants properly 
accounted for? 
Yes Yes No Yes Yes 
Details Participants were followed 
up 3, 6 and 12 months after 
intervention. 10 lost from 
intervention group and 7 
from control group. 
Authors distinguished 
between those lost to 
follow up and those who 
dropped out 
Participants were 
followed up at 1 month 
and 6 months intervals. 
Authors distinguished 
between those lost to 
follow up and those who 
dropped out. However, 
there is some confusion 
in changing between 
'families' recruited and 
individual parents 
recruited.  
Follow up after 6 
weeks. No information 
provided on the 35% 
lost to follow up.  
Participants were 
followed up 3 weeks 
post intervention. 
Authors of the 
participants who 
were lost to follow, 
withdrew etc.  
Participants were 
followed up 3 months 
from baseline. 
Authors cited reasons 
from participants for 
16 of 22 participants 
no attending all 
sessions. Did not have 
ethical approval to 
acquire information 
regarding drop out 
11. Data analysis 
11.1 Are you confident with the 
authors' choice and use of 
statistical methods? 
11.2 Were estimates of effect 
size given? 
11.3 Were the analytical 
methods appropriate? 
11.4 Was the precision of 
intervention effects (confidence 
intervals) given?  
11.1 Yes 
11.2 No 
11.3 Yes 
11.4 Yes 
11.1 Yes 
11.2 Yes 
11.3 Yes 
11.4 Yes 
1. Yes 
2. No 
3. Yes 
4. Yes 
1. Yes 
2. No 
3. Yes 
4. Yes 
1. Yes 
2. No 
3. Yes 
4. Yes 
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Details 11.1 Authors gave detailed, 
well referenced 
justification of data 
analyses.   
11.2 No effect size were 
reported. 
11.4 Exact p values were 
reported, unless p<.001.  
11.1 Authors gave 
detailed, well referenced 
justification of data 
analyses.  
11.2 Calculation of effect 
size were reported.  
11.4 Exact p values were 
reported, unless p<.001. 
11.1 Provided 
justification of limited 
statistical analysis due 
to small sample size. 
11.2 Precise p values 
were provided  
11.4 No effect size 
provided due to small 
sample size. 
11.1 Provided 
justification of limited 
statistical analysis 
due to small sample 
size.  
11.2 Precise p values 
were reported.  
11.4 No effect size 
reported. 
11.1 Provided 
justification of limited 
statistical analysis due 
to small sample size.  
11.2 Precise 
confidence intervals 
were reported.  
11.4 No effect size 
reported. 
12. Results 
12.1 Were outcome measures 
reliable (e.g. objective or 
subjective measures)? 
12.2 Were all outcome 
measurements complete? 
12.3 Were all important 
outcomes assessed? 
12.4 Are the authors' 
conclusions adequately 
supported by the results? 
12.1 Yes 
12.2 Yes 
12.3 Yes 
12.4 Yes 
12.1 Yes 
12.2 Yes 
12.3 Yes 
12.4 Yes 
12.1 No 
12.2 Yes 
12.3 No 
12.4 No 
12.1 Yes 
12.2 Yes 
12.3 Yes 
12.4 Yes 
12.1 Can't tell 
12.2 Yes 
12.3 No 
12.4 Yes 
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Details 12.1 Cronbach's alpha's 
reported for all 
instruments used.  
12.2 All outcome measures 
fully assessed and reported. 
12.4 Conclusions are fair 
but overall optimistic 
considering the lack of 
intervention effect 
12.1 Cronbach's alpha's 
reported for all 
instruments used.  
12.2 All outcome 
measures fully assessed 
and reported.  
12.4 Conclusions are 
fair, reflecting the 
impact on distress but 
not uncertainty of 
parents.  
12.1 Little information 
provided about 
reliability or validity of 
methods, especially 
considering one 
measure had been 
adapted for use in this 
study 
12.2 All outcome 
measures were 
completed by retained 
participants 
12.3 No assessment of 
interface with the social 
support or perceived 
social support measure 
12.4 Authors appear to 
generalise results with 
disproportionate 
confidence considering 
small sample size 
12.1 Cronbach's alpha 
reported for all 
outcome measures 
12.2 All outcome 
measures were 
completed by 
retained participants 
12.4 Tentative 
conclusion about the 
future potential. 
Authors describe 
intent to further 
develop and conduct 
RCT of intervention 
12.1 No information 
regarding 
validity/reliability of 
outcome measures 
12.2 All outcome 
measures completed 
by retained 
participants 
12.3 No assessment of 
perceived social 
support considering 
that was one of their 
aims to foster 
amongst parents 
12.4 Focus lay on the 
qualitative feedback 
13. Is any sponsorship/conflict 
of interest reported? 
Yes Yes Yes Yes Yes 
Details Author acknowledges 
funding grant from 
National Institute of 
Nursing Research, USA. 
Authors acknowledges 
funding from Oklahoma 
Center for Science and 
Technology 
States no actual or 
potential conflict of 
interest identified.  
States funding 
through grant from 
National Institute of 
Diabetes and 
Digestive and Kidney 
Diseases and an 
internal Research 
Advisory Council 
grant 
States sources of 
funding from 
Biomedical Research 
Centre (BRC) and by 
the National Institute 
for Health Research 
(NIHR) Collaborations 
for Leadership in 
Applied Health 
Research and Care 
(CLAHRC) for South 
Yorkshire.  
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14. Did the authors identify any 
limitations? 
Yes Yes Yes Yes Yes 
Details White middle to upper 
class population 
Children predominantly on 
pumps resulting in better 
diabetes control 
Does not assess impact of 
child characteristics on 
changes in parent affect 
Small sample size 
Homogenous sample 
68% retention rate - 
speculate that this may 
skew the sample 
towards well 
functioning, motivated 
group. 
Short follow up time 
frame 
Small sample size 
Small sample size 
Homogenous sample 
of mothers in middle-
upper middle class 
income levels 
Sample size 
Homogenous white 
British sample- 
challenge to retain 
those from diverse 
backgrounds 
15. Are the conclusions the same 
in the abstract and the full text? 
No Yes No Yes Yes 
Details States that group 
interventions are 
promising in improving 
coping and quality of life. 
However, fails to state the 
lack of effect of active 
intervention and fails to 
show difference from 
natural changes over time 
Highlights changes in 
distress and child 
behaviour.  
Does not identify lack of 
change to uncertainty 
which the intervention 
was aimed at. 
Fails to identify small 
sample size and 
implications for results 
inferring 
generalisability of 
significant results 
Highlights promises 
results but identifies 
further work to 
confirm results 
Recognises challenge 
in 
recruitment/retention 
but points to 
promising 
preliminary results 
---------------------------------------------- ----------------------------------- ------------------------------- ------------------------------ ---------------------------- ----------------------------- 
Criteria Sassmann et al (2012) Sullivan-Bolyai et al 
(2004) 
Sullivan-Bolyai et al 
(2010) 
Sullivan et al (2011) Tsiouli et al (2014) 
1. Does the study address a 
clearly focused 
question/hypothesis? 
Yes Yes Yes Yes Yes 
Details Outlines two hypotheses 
relating to parental 
wellbeing and child 
behaviour 
Outline aim to 
investigate impact of 
peer mentoring for 
parents of child with 
T1DM 
To build on findings 
from Sullivan-Bolyai et 
al's 2004 study to 
extend use to father 
Outlines three aims 
regarding testing 
outcomes for 
application of peer 
mentoring to fathers 
Outlines three aims  
1.1 Population/Problem? Yes Yes Yes Yes Yes 
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Details Parents of child with T1DM 
aged 2-10 years old.  
Parents of child newly 
diagnosed with T1DM 
Parents of children 
with newly diagnosed 
T1DM 
Fathers of child with 
T1DM 
Parents of children 
with TIDM 
1.2 Intervention? Yes Yes Yes Yes Yes 
Details DELFIN parenting program Telephone parent 
mentoring  
Telephone and face to 
face parent mentoring 
by trained experienced 
parents 
Same intervention at 
Sullivan-Bolyai et al 
(2010) 
Relaxation technique 
training and healthy 
living instructions 
1.3 Comparator/ control? Yes Yes Yes Yes Yes 
Details Wait list control TAU Telephone parent 
mentoring by non 
trained parent 
Telephone parent 
mentoring by non 
trained parent 
Healthy living 
instructions 
1.4 Outcomes? Can you identify 
the primary outcome? 
Yes Yes Yes Yes Yes 
Details Clear outcome measures 
identified to assess 
parenting skills, 
depression, anxiety, child 
behaviour. 
Clear outcome measures 
identified for 
measurement of 
diabetes management, 
parental confidence, 
impact on the family, 
home care resources 
and child related costs. 
Clear outcome 
measures identified for 
measurement of 
diabetes management, 
worry, confidence, 
impact on family of 
illness and social 
support  
Clear outcome 
measures identified 
for measurement of 
perceived support, 
disease concern, 
worry, confidence, 
impact on family and 
social support  
Clear outcomes 
measures identified 
for measurement of 
salivary cortisol, 
lifestyle (health), 
perceived stress,  
parental stress and 
perception of health 
2. Was the population 
randomised?  
Yes Yes Yes Yes Yes 
Details Method not reported Method not reported Method not reported Method not reported Computer 
randomisation 
program 
(random.org) 
3. Was allocation to intervention 
or comparator groups 
concealed? 
No Can't tell Can't tell Can't tell Can't tell 
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Details Families informed of group No details regarding 
participants being 
informed of group 
allocation 
No details regarding 
participants being 
informed of group 
allocation 
No details regarding 
participants being 
informed of group 
allocation 
No details regarding 
participants being 
informed of group 
allocation 
4. Were participants/ 
investigators blinded to group 
allocation?  
Can’t tell Can't tell No No No 
Details No details provided 
regarding blinding 
No details regarding 
participants being 
informed of group 
allocation 
Parents informed of 
allocation 
Parents informed of 
allocation 
Parents informed of 
allocation 
5. Were interventions (and 
comparisons) well described 
and appropriate? 
Yes Yes Yes Yes Yes 
Details Theory based intervention 
using behaviour therapy 
techniques. Details of each 
session's content are 
provided. 
Based on evidence from 
peer mentoring from 
rheumatoid arthritis, 
seeks to apply principle 
to T1DM 
Based on previous 
studies by Ireys et al 
and Sullivan-Bolyai.  
Based on previous 
studies by Ireys et al 
and Sullivan-Bolyai.  
Based on evidence of 
stress management 
for parents impact on 
metabolic control in 
children with T1DM  
6. Was ethical approval sought 
and received? 
Yes Can't tell Can't tell Can't tell Yes 
Details Ethical approval granted by 
Hanover University 
No details regarding 
ethical approval 
No details regarding 
ethical approval 
No details regarding 
ethical approval 
Ethical approval 
provided by Agia Sofia 
Paediatric Hospital 
7. Was a trial protocol 
published? 
Can't tell can't tell can't tell can't tell Can't tell 
Details No details reported No details reported No details reported No details reported No details reported 
8. Were the groups similar at the 
start of the trial? 
Yes Yes Yes  Yes Yes 
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Details Fathers in DELFIN group 
significantly more educated 
DELFIN group parents 
scored significantly higher 
on one subscale of the 
Parenting Scale 
Otherwise no significant 
differences 
No significant 
differences in 
demographics or 
baseline scores 
Difference between 
groups in birth order of 
child with T1DM. No 
description of 
differences being taken 
account of in analyses. 
No significant 
differences in 
demographics or 
baseline scores 
No significant 
difference in 
demographics or 
baseline scores 
9. Was the sample size 
sufficient? 
No No Yes No Yes 
Details Author identified 
limitations of small pilot 
sample N=65 
Author identified 
limitations of small pilot 
sample N=41 
Author does not cite 
small sample size as 
limitation of the study. 
N=58 
Author identifies lack 
of power to achieve 
statistical 
significance. N=27 
Authors set 
probability level for 
significance at α=0.05 
to allow for small 
sample size impact on 
type 2 errors 
10.Were participants properly 
accounted for? 
Yes Yes  Yes Yes Yes 
Details Participants were followed 
up at 3 and 12 months. 
Authors provided details of 
those lost of followed up or 
discontinuation of 
intervention. 
Participants were 
followed after 6 month 
trial period. Authors 
provided details of those 
lost of followed up or 
discontinuation of 
intervention.  
Participants were 
followed up at 3, 6 and 
12 months. Authors 
noted the difference in 
demographics of those 
who dropped out being 
more likely to be less 
educated, divorced or 
separated or working 
full time.  
Participants were 
followed up at 
12months. Author did 
not provide details of 
participants lost to 
follow up. 
Participants were 
followed up at 8 
weeks. Authors 
provided details of 
reasons for drop out 
at different stages of 
the study. 
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11.1 Are you confident with the 
authors' choice and use of 
statistical methods? 
11.2 Were estimates of effect 
size given? 
11.3 Were the analytical 
methods appropriate? 
11.4 Was the precision of 
intervention effects (confidence 
intervals) given?  
1. Yes 
2. Yes 
3. Yes 
4. Yes 
11.1 No 
11.2 No 
11.3 Can't tell 
11.4 Yes 
11.1 Yes 
11.2 No 
11.3 Yes 
11.4 Yes 
11.1 Yes 
11.2 Yes 
11.3 Yes  
11.4 Yes 
11.1 Yes 
11.2 Yes 
11.3 Yes 
11.4 Yes 
Details 11.1 Provided brief 
overview of analysis plan 
but no justification for 
chosen course.  
11.2 Effects sizes reported 
using cohen's d. 
11.4 Exact p values were 
only provided for 
insignificant results, 
otherwise it was presented 
as p<.05 or p<.001.  
11.1 No details of 
statistical analysis 
undertaken is given, 
only p values and f 
statistic are reported. . 
11.2 No effect sizes 
provided.  
11.4 Exact p values were 
reported. 
11.1 Provided overview 
of statistical analyses 
and details of possible 
biases in the data. 
11.2 No effect sized 
provided. 
11.4 Exact p values 
were reported.  
11.1 Provided 
overview of statistical 
analyses and details 
of taking small 
sample size into 
account.  
11.2 Effects sizes 
reported  
11.4 Exact p values 
are reported. 
11.1 Provided 
overview of statistical 
analyses and details of 
taking small sample 
size into account.  
11.2 Effect sizes were 
reported using 
Cohen's d.  
11.4Exact p values 
were reported.  
12.1 Were outcome measures 
reliable (eg objective or 
subjective measures)? 
12.2 Were all outcome 
measurements complete? 
12.3 Were all important 
outcomes assessed? 
12.4 Are the authors' 
conclusions adequately 
supported by the results? 
12.1 Yes 
12.2 Yes 
12.3 No 
12.4 Yes 
12.1 Yes 
12.2 Yes 
12.3 No 
12.4 Yes 
12.1 Can't tell 
12.2 Yes 
12.3 Yes 
12.4 Yes 
12.1 Yes 
12.2 Yes 
12.3 No 
12.4 Yes 
12.1 Yes 
12.2 Yes 
12.3 Yes 
12.4 Yes 
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Details 12.1 Cronbach's Alpha 
reported for all outcome 
measure 
12.2 All outcomes 
measures were completed 
by retained participants 
12.3 No comparison of 
significant difference 
between control and 
intervention group 
12.4 Identifies tentative 
positive results however 
fails to mention the lack of 
statistical analysis between 
control and intervention 
group. 
12.1 Cronbach's Alpha 
reported for all outcome 
measure 
12.2 All outcomes 
measures were 
completed by retained 
participants 
12.3 No assessment of 
parental wellbeing 
outside of diabetes 
12.4 Identifies 
promising piloting data 
that needs to be further 
developed 
12.1 Cronbach's Alpha 
reported for all 
outcome measure 
12.2 All outcomes 
measures were 
completed by retained 
participants 
12.4 Reflects the 
disparity between 
formal outcome 
measures and 
anecdotal reports of 
impact. 
12.1 Cronbach's 
Alpha reported for all 
outcome measure 
12.2 All outcomes 
measures were 
completed by 
retained participants 
12.3 Did not account 
for interaction 
between parents as 
both were in the same 
group 
12.4 Reflect the 
preliminary results in 
the context of 
methodological issues 
12.1 Steps were taken 
to ensure reliability 
and validity of 
salivary cortisol e.g. 
different timing and 
mixture of participant 
and staff 
administration. All but 
the questionnaire 
assessing life style 
parameters had 
Cronbach's alpha 
reported.  
12.2 All outcomes 
measures were 
completed by retained 
participants 
12.4 Reflects the 
conflicting impact on 
cortisol versus 
perceived stress. 
13. Is any sponsorship/conflict 
of interest reported? 
Yes Yes Yes Yes Yes 
Details Declared the absence of any 
conflicts of interest 
Declared funding by 
grant from National 
Institute of Nursing 
Research and 
postdoctoral aware from 
Friends of the National 
Institute of Nursing 
Research. 
Declare funding by 
NIH-NINR 
Declared part funding 
by NIH-NINR.  
Declared no conflict of 
interest or financial 
support was received 
14. Did the authors identify any 
limitations? 
Yes Yes Yes Yes Yes 
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Details Self selection in pilot 
sample as those in control 
refused to participate once 
randomised therefore 
resulting in positive 
parenting status in 
remaining control.  
Small sample size  
Good metabolic control 
amongst population 
compared to other 
populations 
Small sample size and 
short intervention 
period 
Only included mothers 
Lack of cultural diversity 
Homogenous sample 
with low cultural 
diversity 
49.2% refusal rate at 
first contact 
Issues with 
randomisation as those 
randomised to control 
showed higher rates of 
drop out despite being 
offered support at later 
date 
Homogenous sample 
Intrafamilial 
contamination 
Differences in 
communication 
between fathers and 
mothers 
Small sample size 
Self reported 
questionnaires 
No control of possible 
confounders such as 
personality or health 
Less systematic 
control in control 
group 
Lack of longer term 
follow up 
15. Are the conclusions the same 
in the abstract and the full text? 
Yes Yes Yes n/a No 
Details Highlights promises results 
but identifies further work 
to confirm results 
Highlights possible 
feasibility and potential 
for future use. 
Reflects the disparity 
between formal 
outcome measures and 
anecdotal reports of 
impact. 
No conclusion in the 
abstract, only clinical 
implications 
Reflects positive 
impact on perceived 
stress but does not 
reflect the lack of 
change to cortisol 
levels 
 
 
 
Appendices 
186 
 
 
Appendix V 
Summary of Participant Flow through Systematic Review Papers 
 
Author Participants assessed 
for eligibility 
Participants 
Randomised 
Participants prior 
to intervention 
Final sample 
Grey et al. 
(2011) 
367 
 
(186 excluded- 
17 ineligible 
117 declined 
52 re-approach) 
181 
 
(52 could not 
schedule 
intervention) 
129 
 
(drop out/lost to 
follow up ratio 
unclear) 
123 
Hoff et al. 
(2005) 
69 
 
(23 excluded- 
12 ineligible 
6 declined 
6 time/travel barriers) 
46 
 
(4 did not receive 
intervention- 
practical barriers) 
 
42 
 
(8 lost to follow up) 
34 
Merkel and 
Wright 
(2012) 
Not stated n/a 14 9 
Monaghan 
et al. 
(2011) 
50 
(26 excluded- 
1 ineligible 
22 unable to reach 
3 declined to consent) 
24 
 
 
24 
 
(5 did not attend all 
sessions) 
19 
Ridge et al. 
(2014) 
106 
(no information 
provided) 
n/a 31 
(14 did not attend all 
sessions) 
17 
Saßmann et 
al. (2012) 
58 families 
(21 excluded- 
6 ineligible 
12 declined 
3 ‘other reasons’) 
73 parents 
 
(8 discontinued) 
 
65 parents  
 
 
24 
 
(drop outs/lost to 
follow up 
unaccounted for) 
Sullivan-
Bolyai 
(2004) 
54 
(5 declined to 
participate) 
49 
(7 unreachable/ 
practical barriers) 
42 42 
Sullivan-
Bolyai et al. 
(2010) 
118 
(30 declined 
28 did not consent) 
60 
 
60 
(9 lost to follow up or 
unreachable) 
51 
Sullivan-
Bolyai et al. 
(2011) 
Unclear 28 28 28 
Tsiouli et 
al. (2014) 
360 
(280 excluded- 
157 declined 
123 ineligible) 
80 
(20 did not receive 
intervention or 
materials due to 
practical barriers 
2 had different 
expectations) 
58 
 
(14 refused to 
continue) 
44 
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Appendix VI. SURE Qualitative Review Scoring Criteria Table – Detailed View. 
Criteria Newell & Hahessy (2011) Rearick et al. (2011) 
Does the study address a 
clearly focused question? 
Setting? 
Perspective? 
Intervention or 
Phenomena 
Comparator/control? 
Evaluation/Exploration? 
Yes 
‘The study aimed to describe the culture 
of social support group for parents of 
children with type 1 diabetes and elicit 
data that would offer an understanding 
of the parental experience.’ 
Yes 
‘The purpose of this article is to 
describe the parents’ perspectives of 
the social support provided, the 
helpfulness of the support of those 
who received the intervention’ 
Is the choice of qualitative 
method appropriate? 
Yes 
Authors provided an overview of their 
justification of ethnography in the 
context of becoming embedded in the 
environment of the participants in order 
to access ‘real-life’ data. 
Yes 
Authors aimed to gain insight into the 
experiences of parents who had been 
provided with support (evaluated 
quantitatively in another paper). 
Therefore semi structured interviews 
with those who received the 
intervention are considered 
appropriate. 
Is the sampling strategy 
clearly described and 
justified? 
Yes 
Authors provide justification for 
subjective selection of participants in 
context of the ‘ethnographic 
methodology’. However, they do not 
provide details of their specific 
approach. 
Yes 
Authors report that they attempted to 
make contact with all participants 
who received the intervention and 
were not lost to follow up in the 
quantitative arm of the study. 
However, only 13 of the 33 possible 
participants were interviewed. The 
authors provide reasons for those 
who did not take part.  
Is the method of data 
collection well described? 
Yes 
Authors describe the process of 
observation, however do not provide 
details of semi-structured interview 
questions. 
Yes 
Author described the interview 
procedure including field notes to 
supplement verbal accounts. 
Is the relationship 
between the researcher(s) 
and participants explored? 
Yes 
Details were provided in acknowledging 
the need to recognise and reflect on the 
position of the researcher in terms of the 
participants. Field notes were used to 
increase awareness of position. 
No 
No information regarding the 
positioning of researchers to 
participants was provided.  
Are ethical issues 
explicitly discussed 
Yes 
Issues such as consent and 
confidentiality were discussed. However, 
no considerations were noted in terms 
of the impact on participants in 
observing and discussing their personal 
experiences.  
Yes 
Issues such as consent and 
confidentiality were discussed. 
However, no considerations were 
noted in terms of the impact on 
participants in observing and 
discussing their personal experiences. 
Is the data analysis/ 
interpretation process 
described and justified? 
Yes 
 
Yes 
 Authors provide a brief overview of their 
analysis process in the context of 
previous justification of using an 
ethnographic methodology. 
Authors provide a brief overview of 
their analysis process. 
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Are the findings credible? Yes Yes 
 The researcher grounds the results in 
quotes from the data to enhance 
credibility.  
Authors provide details of steps taken 
to enhance credibility such as use of 
field notes and independent coding 
and verification of themes. 
Is any 
sponsorship/conflict of 
interest reported? 
No Yes 
 
 No information provided regarding 
conflict or interests of sponsorship. 
Authors provided detailed of financial 
support for project.  
Did the authors identify 
any limitations?  
Yes Yes 
 - Limited generalisability as inherent to 
qualitative work. 
- Lack of fathers in sample. 
- Small, homogenous sample 
- Participants who did not want to 
participate may have had a different 
experience which would have 
provided further/different insight 
into the process.  
Are the conclusions the 
same in the abstract and 
the full text? 
n/a 
 
Yes 
 No abstract included.  The wording is almost identical 
referring to the support being 
perceived as ‘emotional, 
affirmational, and informational’.  
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Appendix VII 
Information regarding Training Process (Channon & Lowes, 2012, p. 5-6).  
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Appendix VIII 
Extract of Reflective Diary 
Extracts from diary during interview process 
7th October 2013 
I was in there for over an hour, but got such a rich account of what she had experienced as she 
was in the unique position of supporting more than one person. I was mindful that she didn’t 
seem to be having a very good time with her daughter. It made me realise that just because the 
link parents are experienced doesn’t mean all the hard times have gone away in terms of 
diabetes. I also found it interesting that she reflected on how she felt she was on a level with her 
recipients because of her background but at the same time had moved past that and saw herself 
as different to them now. 
18th October 2013 
I was really struck by how much impact the service had on today’s interviewee. My interviews 
so far have been mixed, a lot of people who the system hadn’t worked out so well for. It seemed 
revelatory for her which was lovely. I was particularly struck by how much burden is placed on 
the parent to grasp quite complex medical information overnight and how abandoned they may 
feel.  
24th October 2013 
It was difficult to manage the participant’s child coming in and out but generally felt successful. I 
was struck by her anecdote about thinking about there being somebody else out there who was 
also up in the night. It was also interesting how difficult and artificial it may seem to all of a 
sudden stop all contact at the end of six months especially when they have become close and 
that maybe this is something that needs examining in future.  
8th November 2013 
Pre interview: I’m feeling quite nervous about interviewing my first man in the project. I’m not 
sure what to expect. Will he be as forthcoming and open as the women?  
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Post interview: My worries were unfounded! He was such a nice man and so open. It was clearly 
a different experience for him than the women. He focused more on the practicalities of coping 
with diabetes than the emotion. He reflected at the end that he would have definitely continued 
as he felt the support was really worthwhile.  
14th November 2013 
I was struck during that interview by how much less anxiety provoking it must be to have met 
with the recipients as a pair, it is quite an intimidating process otherwise. It was so sad to hear 
one of the participant’s story of how shut out he felt when both his daughters were diagnosed 
and he was the sole male in the household. He seemed to really value the input of the whole 
process. Again reflecting how valuable the mentors themselves have found the process.  
Extracts from diary during analysis process 
18th July 2014 
I had a discussion with Sue today about starting the analysis process which led to a broader 
conversation about the project. I’m very surprised to hear the lack of quantitative evidence. It 
feels like it is almost overwhelmingly positive from participants’ point of view. What is being 
mistranslated? We also reflected on feeling more involved in the material when 
reading/transcribing without having to worry about what to say next as I did in the interview. 
Sue raised that she thought that maybe the link parents felt the same things, worries about 
content stops involvement in the moment.  
10th November 2014 
As soon as I saw who was the first link parent to be read through I thought how appropriate. 
I’ve always seen her as the queen of the link parents, not sure where that’s come from. Maybe it 
has come from her having two recipient parents, maybe it’s the authority with which I 
remember her speaking. I’m surprised how soft her voice sounds, I remember her being quite 
tough and powerful.  
 
 
Appendices 
192 
 
23rd November 2014 
I remember this participant’s story being very emotive. She was really open about her 
experience which I really valued as I had been really worried about the level of detail I was 
getting from participants up to that point.  
1st December 2014 
I’ve generally found going through this transcript to be a lot more straight forward than the 
others. At times her language meanders all over the place so it that way it’s still difficult. I’m 
wondering if it’s to do with feeling so enmeshed with my data at the moment. I’m pushed for 
time in handing in drafts so I am spending every spare minute thinking about or analysing the 
data. A lot of the time I worry I’m not doing it right. But then today a mother I visited for my 
clinical work reflected several themes that have been brought up my research such as timing of 
support, the focus of parents on protecting their children and therefore neglecting themselves 
and the differing ways of coping between men and women. It’s reassuring that I’m not a million 
miles away with what I’m extracting but I’m finding it to be a mentally exhausting process. It is 
difficult seeing the transcripts with fresh eyes when I’ve analysed the other side of pairing but 
I’m trying to focus on what they are saying and not what happened from the other account.  
I realised I’ve not attended much to the idea of hope coming through from these families whose 
children have survived and thrived. Maybe reflects that most interactions have had some 
negativity or worry from the LP side in them.  
2nd December 2014 
I’m struggling with this transcript on second reading. I’m interpreting his desire to be involved 
when his daughters ‘rejected’ as his need to have a role or be needed. This is difficult with my 
feminist views about the wrongness of men needed to be the head of the family. I’m finding 
myself much less empathetic. It seems that he wants the recipient parents to struggle with the 
role of the parent because he has struggled.  
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Appendix IX  
Example of Coded Text 
Descriptive comments 
Conceptual comments 
Language comments 
Transcript Exploratory comments Emergent theme 
 
P: I found it hard to sleep at 
night in case she don’t 
wake up… a lot of things 
really. But um that’s my 
main one… her not waking 
up… 
 
R: What do you worry is 
going to happen in the 
night? 
 
P: She’s going to go too low 
and then she goes into a 
diabetic coma and I’ll miss 
it. 
 
R: And did you talk to (link 
parent) about that?  
 
P: Yeah I spoke to (link 
parent) about it, she said 
like does night checks, she 
said it’s up to everyone I do 
night checks and… same as 
like I agree with her- each 
 
Emotional/physical 
reaction to threat 
Mother’s sole responsibility 
to protect her child 
Pauses in speech indicating 
level of emotion 
 
 
 
 
 
Worries about diabetes 
Feelings of lack of control 
and responsibility to protect. 
 
 
 
 
 
Examples of the help 
provided by link parent 
Normalising presence of link 
parent and empowerment of 
recipient parent. 
Aligns self with link parent 
 
Catastrophic worries 
 
 
 
 
 
 
 
 
 
 
Catastrophic worries 
 
Sole responsibility 
 
 
 
 
 
 
Normalising  
Qualified to reduce 
responsibility 
 
Adopting link parent point 
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to their own but I had 
Annaleese one time she 
was 1.2 during the night, 
she was foaming in the 
mouth and her eyes were 
rolling and I couldn’t get 
consciousness out of her. So 
like it is a main worry of 
mine and reading didn’t 
help. It tells you how it can 
affect their feet, their eyes, 
their limbs, it affects 
everything. It’s all like the 
body parts… 
 
R: So it kind of really 
worried you about that? 
 
P: Yeah and all that bit but 
that’s why talking to Paula 
made me realise it is to 
worry about but to keep at 
the back of your mind and 
not dwell on it every day 
basically because life’s for 
living.  
 
R: And was that helpful? 
 
P: Yeah it was helpful. 
 
R: What do you think it 
would have been like if you 
position. Respecting link 
parent position. 
‘Foaming’ ‘eyes were 
rolling’ ‘consciousness’ 
referring back to symptoms 
of diagnosis.  Emotional 
associations of diagnosis 
resurfacing.  
 
The physical implications of 
child with diabetes. Feelings 
of powerlessness, ‘other’ 
taking over child’s body. 
 
Emotional support from the 
link parent and its impact. 
Validation of feelings but 
redirection. 
‘Dwell’ ‘back of your mind’ 
almost feels like link 
parent’s words being 
echoed 
Balance safety and 
adventure, parent has a life 
too. 
 
 
 
 
 
 
Implications of no support 
 
of view 
 
 
 
 
Legacy of diagnosis trauma. 
 
Dangers of unfiltered 
information 
 
 
Diabetes invading body 
 
 
 
 
 
 
 
Emotional guidance 
 
 
Safety versus living 
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hadn’t had her to support 
you?  
 
P: I most probably still 
would have been quite 
depressed. I went to the 
doctors and he give me 
antidepressants which I 
didn’t take, I didn’t want to 
take them. But I just… I 
always… I still feel it now 
like if Annaleese’s sugars 
are high at bedtime I think 
to myself what have you 
done wrong today? And I 
sit there and all day I sit 
there and I keep playing on 
myself like what have you 
done? What have you done? 
But it ain’t always what I’ve 
done or what she’s done. 
She might not have snuck a 
sweet and that’s another 
one, I’m always trying to 
moan at her ‘oh you’ve 
snuck this’ and she’s ‘no I 
haven’t mum, I promise’ I’m 
always moaning at that one.  
Desire for external support – 
not matching needs 
 
Confusion about feelings, 
struggling to understand 
Lingering emotional impact 
of diagnosis. 
Self blame, critical, placing 
responsibility with self. 
 
Questioning ability to 
parent child 
 
 
Shift negative thinking- 
because of link parent 
influence?- voice of link 
parent? 
 
‘Snuck’ infers a change in 
relationship where child 
doesn’t understand 
restrictions. 
 
Broader implications of 
diabetes on relationship 
with child 
 
 
 
Implications of no support 
 
 
Experience of unwanted 
support 
 
 
 
 
 
Sole responsibility of 
parent 
 
 
Powerlessness 
Self critical rumination 
 
 
 
 
 
Impact on 
mother/daughter 
responsibility 
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Appendix X 
Information Sheet 
Recipient Parent Information Sheet 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
INFORMATION SHEET FOR PARENTS 
 
Research Study: The PLUS Study (Parents Listen Understand & Support). 
Setting up a parent–to-parent support network for parents with a child recently 
diagnosed with type 1 diabetes. 
Dear Parent, 
 
We would like to invite you to take part in this study but, before you decide whether 
or not to participate, it is important for you to understand why the study is being done 
and what it will involve. Please ask one of the doctors or nurses in clinic if there is 
anything that is not clear or if you would like more information.  
 
1. What is the purpose of the study? 
We know how important it is to support families when a child is diagnosed with type 
1 diabetes but we are unsure what ways are best. In America there has been a 
project in which experienced parents who have a child with diabetes provide support 
for families whose child has been diagnosed more recently. The families have found 
this type of support from another parent helpful. This study aims to work with parents 
in Wales to see whether we can do something similar here.  
 
2. Why have I been invited? 
You have been invited to take part in the PLUS study because your child has 
recently been diagnosed with type 1 diabetes.  
 
3. Do I have to take part? 
No it is entirely up to you – and one or both parents can take part. We will describe 
the study in this information sheet and if you think you would like to know more you 
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contact the research team. They will arrange to meet with you, answer any questions 
you have and then, if you decide you do want to take part, ask you to sign a consent 
form. You are free to withdraw at any time, without giving a reason. This would not 
affect the standard of care you or your child receives.  
 
4. What will happen if I decide to take part? 
If you think you would like to take part you will contact Sue Channon who is leading 
the PLUS study and she will arrange for herself or another member of the research 
team to meet with you at a place that is convenient to you (maybe your home or 
clinic). They will answer any questions you have and explain the confidentiality of the 
contact with the Link Parents as well as the rare circumstances in which information 
will be shared (if for example they were extremely worried about your safety).They 
will ask you to sign the consent form, spend 30 minutes or so filling in questionnaires 
about your experience of living with diabetes and give you the name of the Link 
Parent who will be contacting you. They will let your GP know you are taking part in 
the study. 
 
5. What will it involve?  
The Link Parent will meet with you three times over the next six months at a time and 
place that suits you both. You will have each other’s phone number and can also stay 
in touch by phone during that time. If during this time you decide you would rather not 
hear from them you can let them or the PLUS team know and they will pass on that 
information.  
 
The Link Parents have been trained to provide support in different ways including 
providing information about local resources, practical ideas about managing day-to-
day activities and also emotional support as someone who has “been there”. They 
themselves are being supported and supervised by the PLUS team.  
 
After the six months the contact with PLUS will stop. Then at the end of the year, when 
the project finishes, you will be asked to fill out the questionnaires again and asked if 
you would be willing to be interviewed by the research team, individually or as part of a 
small group, about your experiences of taking part. We may audio-record the 
discussion about the study with the research team but if we do you we will let you 
know exactly when we are recording. 
 
6. What are the possible disadvantages and risks of taking part? 
We know that the early months after diagnosis are an upsetting time for parents so 
talking about it with the Link Parents may cause you some upset. 
 
8. What are the possible benefits of taking part? 
We do not know for sure if you are going to benefit from the support of a Link Parent 
but if you take part you will help us in making the decision about whether parent-to-
parent support is helpful and whether it is possible to set up a service in South Wales 
for families whose child has been diagnosed with Type 1 diabetes. 
 
9. What if there is a problem? 
If you have a concern about any aspect of this study, you should contact Sue 
Channon (02920 875047) or Lesley Lowes (02920 745163) who will do their best to 
Appendices 
198 
 
answer your questions. You may also contact your clinician. If you remain unhappy 
and wish to complain formally, you can do this through the normal NHS procedure.  
 
10. Will your taking part in this study be kept confidential? 
All information collected during the course of the research will be kept strictly 
confidential (with the exception of information about risk in section 4).  This 
information will be stored securely by Sue Channon at her professional base, in 
compliance with the Data Protection Act. Similarly, if audiotapes of the review 
sessions are made, these will be stored securely along with any transcription that is 
made and the audiotapes will be destroyed at the end of the study. Any names or 
other identifiable information will be removed during transcription. Anonymised 
quotations may be included in future publications but no-one other than the research 
team will be identifiable in any such publication of the findings. 
 
 
11. What will happen to the results of the research study? 
If the results show that parent to parent support at diagnosis is possible and 
acceptable to parents then an application will be made for a larger multi-centre study 
to determine its impact. The results of this study will be submitted for publication in a 
medical or psychology journal to inform other researchers and clinicians about the 
possibilities of parent to parent support at diagnosis. A parent summary will be 
written which will be sent to participating centres which can then be given out to 
participants. 
 
12. Who is organising and funding the study? 
This study is being organised by Sue Channon and Lesley Lowes on behalf of the 
Sponsor of the Study, Cardiff and Vale UHB. The National Institute for Social Care 
and Health Research (NISCHR) is funding the study. 
 
13. Who has reviewed the study? 
All research in the NHS is looked at by an independent group of people called a 
Research Ethics Committee to protect your safety, rights, wellbeing and dignity.  This 
Study has been given favourable opinion by the Research Ethics Committee.  This 
Study has also been reviewed independently by the funders of the Study, NISCHR  
 
Contact for further information? 
If you think you might like to take part and would like more information please 
contact Sue Channon on 02920 875047 or email sue.channon@wales.nhs.uk  
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Link Parent Information Sheet 
 
 
 
    
    
 
 
INFORMATION SHEET FOR PARENTS : (LINK PARENTS) 
 
 
Research Study: The PLUS Study (Parents Listen Understand and Support).  
Setting up a parent–to-parent support network for parents with a child recently 
diagnosed with type 1 diabetes.  
 
 
Dear Parent/carer(s), 
 
We would like to invite you to take part in this study but, before you decide whether or not to 
participate, it is important for you to understand why the study is being done and what it will 
involve. Please ask one of the doctors or nurses in clinic if there is anything that is not clear 
or if you would like more information.  
 
1. What is the purpose of the study? 
We know how important it is to support families when a child is diagnosed with type 1 
diabetes but we are not sure how best to do that. In America there has been a project in 
which parents who have a child with diabetes provide some support for families whose child 
has more recently been diagnosed and the families involved have found it helpful . This 
study aims to work with parents in Wales to see whether we can do something similar here. 
Experienced parents (whose child was diagnosed with diabetes at least two years ago) will 
be invited to train as Link Parents and link with families who have a child recently diagnosed 
with diabetes. Link Parents will receive ongoing support and all participating parents will be 
asked about their experience of the programme.  
 
2. Why have I been invited? 
You have been invited to take part in this study because your child has been diagnosed with 
type 1 diabetes for two years or more and we are inviting you to find out more about being a 
Link Parent. We are hoping to involve between three and six parents in each of the three 
participating centres, Neath, Bridgend and Swansea. 
 
3. Do I have to take part? 
No it is up to you to decide to join the study. We will describe the study in this information 
sheet. If you agree to take part, we will then ask you to sign a consent form. You are free to 
withdraw at any time, without giving a reason. This would not affect the standard of care you 
or your child receives..  
 
4. What will happen if I decide to take part? 
You will be invited to meet with the researchers Lesley Lowes (Paediatric Diabetes 
Specialist Nurse) and Sue Channon (Clinical Psychologist) who will then explain the project 
in more detail. 
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5. What will I be asked to do?  
If you decide you would like to take part you will then join a small group of other parents and 
complete Link Parent training lead by Sue Channon and Lesley Lowes. This will involve up to 
15 hours training  - we will try to fit with times to suit people such as a weekend or a few 
evenings in the local area. 
 
Once you have completed the training you will be asked to provide support for local families 
with a child who has recently been diagnosed with diabetes. We don’t know how many newly 
diagnosed families there will be but the study runs for a year and the most you will be asked to 
do is support a maximum of two families at a time (with the highest total in the whole year 
being four families). This will include meeting each family up to three times and offering 
fortnightly phone contact in between for a maximum of six months. During this time you will be 
supported by Sue and Lesley in person and on the phone. At the end of the year, when the 
project finishes, you will be asked about your experiences of taking part. We may audio-record 
parts of the training and also the discussion about your experiences but if we do you we will let 
you know exactly when we are recording. 
 
6 Expenses 
The role of Link Parent is a voluntary role so there will be no payment for your time but all 
phone costs and travel costs will be met and any additional costs associated with training eg 
parking, accommodation, food etc will be covered.   
 
7. What are the possible disadvantages and risks of taking part? 
By taking on the role of Link Parent we are asking you to offer your time and experience to 
the project. Meeting with families close to the time of diagnosis means that you may be 
dealing with their distress and that may be upsetting for you which is why we offer support 
and supervision. Although we will refund travel expenses you will be asked to use your own 
transport.  
 
8. What are the possible benefits of taking part? 
There are no direct benefits to you or your child through taking part in this study.  However, 
you will have the opportunity of contributing to our understanding of parent to parent support 
and also whether it is possible to set up such a service in South Wales for families whose 
child has been diagnosed with Type 1 diabetes. 
 
9. What if there is a problem? 
If you have a concern about any aspect of this study, you should ask to speak to the Sue 
Channon (02920 206464) or Lesley Lowes (02920 745163) who will do their best to answer 
your questions. You may also contact your clinician.  If you remain unhappy and wish to 
complain formally, you can do this through the normal NHS procedure. Details can be 
obtained from [insert details] 
 
 
10. Will your taking part in this study be kept confidential? 
All information collected during the course of the research will be kept strictly confidential.  
This information will be stored securely by Sue Channon at Archway House, her professional 
base, in compliance with the Data Protection Act. Similarly, if audiotapes of the training and 
review session are made, these will be stored securely along with any transcription that is 
made and the audiotapes will be destroyed at the end of the study. Any names or other 
identifiable information will be removed during transcription. Anonymised quotations may be 
included in future publications but no-one other than the research team will be identifiable in 
any such publication of the findings. 
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11. What will happen to the results of the research study? 
If the results show that parent to parent support at diagnosis is possible and acceptable to 
both the Link Parents and those parents who receive it then an application will be made for a 
larger multi-centre study to determine its impact. The results of this study will be submitted 
for publication in a medical or psychology journal to inform other researchers and clinicians 
about the possibilities of parent to parent support at diagnosis. A parent summary  will be 
written which will be sent to participating centres which can then be given out to participants. 
 
12. Who is organising and funding the study? 
This study is being organised by Sue Channon and Lesley Lowes on behalf of the Sponsor 
of the Study, Cardiff and Vale UHB, who are also providing indemnity for the Link Parents as 
volunteers within the NHS in Wales. The National Institute for Social Care and Health 
Research (NISCHR) is funding the study. 
 
 
13. Who has reviewed the study? 
All research in the NHS is looked at by an independent group of people called a Research 
Ethics Committee to protect your safety, rights, wellbeing and dignity.  This Study has been 
given favourable opinion by the Research Ethics Committee.  This Study has also been 
reviewed independently by the funders of the Study, NISCHR  
 
 
Contact for further information 
If you have any queries or would like more information please contact Sue Channon on 
02920 206464 or your clinician or diabetes nurse at your diabetes centre..  
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Appendix XI  
Desired Qualities of Potential Link Parents 
 Reliable clinic attendance 
 Child HbA1c consistently < 86 mmol/mol (10%) 
 Optimistic realist 
 Balanced view of diabetes 
 Reasonable confidence in managing diabetes 
 Flexible attitude 
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Appendix XII 
End of Intervention Letter 
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Appendix XIII 
Consent form 
Recipient parent consent form 
 
 
 
 
 
 
 
 
 
CONSENT FORM FOR PARENTS  
 
Title of Study: The PLUS Study (Parents Listen Understand and Support). Setting up a 
parent–to-parent support network for parents with a child recently diagnosed with type 1 
diabetes.  
 
Names of Researchers: Sue Channon & Lesley Lowes 
 
                    Initial box 
1. I confirm that I have read and understand the information sheet (version 2, 
dated 19/10/12) for the above study and have had the opportunity to ask 
questions about PLUS.  
 
 
  
2. I understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason, without my medical care or 
that of my child or our legal rights being affected.  
 
 
3.   I understand that at the end of the study the research team may request to 
interview me about my experience of taking part in PLUS; that with my consent 
this may be audio-recorded and from this anonymised quotations in which I 
cannot be identified may be  used in subsequent publications 
 
4.   I understand that my GP will be informed that I am taking part in PLUS 
 
 
5.   I agree to take part in the above Study  
 
 
  
________________________ ________________ _____________________ 
Name of Parent   Date   Signature of Parent 
 
________________________ ________________ _____________________ 
Name of Researcher   Date   Signature of Researcher 
 
When completed, 2 copies need to be made, 1 for parent, 1 for researcher site file. 
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Link parent consent form 
 
 
 
 
 
 
CONSENT FORM FOR PARENTS 
 
Title of Study:The PLUS Study (Parents Listen Understand and Support). 
Setting up a parent–to-parent support network for parents with a child recently diagnosed 
with type 1 diabetes. 
 
Names of Researchers: Sue Channon and Lesley Lowes 
 
                    Initial box 
1. I confirm that I have read and understand the information sheet (version 5), 
dated 2/7/12 for the above study and have had the opportunity to ask 
questions.  
 
  
2. I understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason, without my medical care or 
that of my child or our legal rights being affected.  
 
 
3.   I understand that at the end of the study the research team may request to 
interview me about my experience of taking part in PLUS; that with my consent 
this may be audio-recorded and from this anonymised quotations in which I 
cannot be identified may be  used in subsequent publications 
 
 
4 .  I agree to take part in the above Study   
  
 
 
 
 
 
________________________ ________________ _____________________ 
Name of Parent   Date   Signature of Parent 
 
 
________________________ ________________ _____________________ 
Name of Researcher   Date   Signature of Researcher 
 
 
When completed, 2 copies need to be made, 1 for parent, 1 for researcher site file  
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Appendix XIV 
Semi structured interview schedule  
Recipient parent interview schedule 
1. Getting involved with the project 
1.1. What was your experience of diagnosis? 
1.2 How did you get involved with the PLUS project? 
- How did your nurse describe it? 
1.3 Why did you join? 
- What did you hope to gain? 
- What were your hopes? 
- Did you have any reservations? 
- How did the timing of the support fit in with where you were adapting to 
diabetes 
2. Process of receiving support 
2.1. What was the first contact like?  
- How did you feel? 
- What did you discuss? 
- How did you feel at the end of the first meeting/manage possible future 
meetings? 
2.2. What kind of support was offered? 
2.3. How did you find the support? 
- What was good?  
- What was bad? 
- Were there any problems? 
- Was there anything you would have done different? 
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2.4 How would you describe your relationship? 
2.5 How was it being support by a fellow parent? 
- Any drawbacks? 
3. Impact of the support 
3.1. What impact did the support have? 
- On you/child/feelings about diabetes/future? 
3.2. What would it have been like without it? 
3.3. Do you think it had an impact on your link parent? 
3.4. How does the future feel now? 
3.5. Based on your experiences would you be a link parent in the future/recommend it 
to others? 
Link parent interview schedule 
1. Getting involved with the project 
1.1. What led you to sign up to the plus project? 
1.2. Can you tell me about the process of signing up? 
 - How was it described? 
 - How did the diabetic nurse pitch it to you? 
1.3. What were your expectations? 
 - What did you hope to gain? 
 - Did you have any worries or reservations? 
      2.     Training 
2.1. Can you describe the training? 
 - was it what you expected? 
 - how did it feel? 
2.2. What was it like being with other diabetic parents? 
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2.3. How was it to discuss your own process of diagnosis? 
2.4. What support were you offered? 
         3.    Experience of supporting  
3.1. Can you tell me about the first contact? 
 - What did you talk about? 
 - How did it feel? 
 - How was the process of setting it up? 
3.2. What type of support were you offered? 
3.3. How would you describe the relationship? 
 - Did it change over time? 
3.4. How did it relate to what you’d been taught? 
3.5. What are the good/bad things about a parent offering support to another parent? 
3.6. How do you think parents have been/should be linked together? 
3.7. Looking back, would you do anything differently? 
 4.   Impact of support 
4.1. How has the project affected you? 
 - Has it impacted your life? 
4.2. How had it affected how you feel about diabetes? 
4.3. How did the memories of your child’s diagnosis affect the support? 
4.4. Has it brought back feelings about your child’s diagnosis? 
 - What support was offered? 
 - How did you cope? 
4.5. How has the support offered affected the parent? 
 - Did they gain anything? 
 - Did anything not go so well? 
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Appendix XV 
Evidence of Ethical Approval 
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